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INTRODUCTION

Coalition Quarterlz is designed as a management resource
for consumer organizations, including parent coalitions, that
operate centers for families of handicapped people. Within
each coalition there are individual parents and other advo-
cates who bring their own unlque perspectives and sensiti-
vities to the goal of improving 1life for persons with
handicaps. Not all, however, brlng a full acquaintance with
the tasks and problems involved in creating an organization
that will énable them to achieve their goals. The purpose of
this project is to supply as much as possible of that needed
management information.

By collecting, synthesizing, and disseminating the
wealth of management expertise that parent centers have
accumulated during the past ten years, we hope to support and
enrich newly forming centers. We will define the problems,
identify some resourcées, and identify some possible solu-
tions. Options and best practices which have proven useful
will be discussed and their application to a variety of
situations and organizational models will be suggested.

Forthcoming issues of Coalition Quarterly will offer
selections written by parent leaders vchroughout the country
who will describe firsthand both the problems they have

encountered and the solutions they found. “ou will see the

importance of flexibility and commitment as these leaders
apply innovative strategies to suit the unique political and
social climate of their communities.

There are basic problems common to all centers. When
addressing these, we will give concrete, ‘'“how-to-do-it"

information. In order to provide comprehens1ve, relevant
information we also need input from the ''grass roots. Let
us- hear from you. Let us know what topics would be most

informative, stimulating, and helpful to you. Consider your-
self a primary contributor to future editions and help us
improve them.

Although c 'r use of the term 'parent centers' indicates
the primary audience for whom this publication is being
prepared, we hope that much of the information will also be
useful to a larger audience of organizations serving handi-
capped people and their families.

BACKGROUND

The decade of the nineteen seventies brought about
revolutionary changes in the education of and related
services for handicapped children. Change came through cases
in the federal courts (PARC, Mills), through new state
special education laws, and flnally through powerful federal
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laws: the Education for All Handicapped Children Act (P.L.
94-142) and Section 504 of the Rehabilitation Act. Crucial to
these changes has been a drastically .changing role for
parents of the children to be served. The new mandates give
;parents rights and responsibilities for which they have never
beén prepared, just as most have never been prepared for the
role of parenting a handicapped child.

Parents of handicapped children were prime movers
bringing about these improvements, although the most opti-
mistic were surprised by the speed with which change
occurred. Consequently, even those parents who pushed hard
for the changes were scarcely prepared to assume the new
responsibilities required of them on behalf of their own
children. Partly through personal experience, parent leaders
around the country quickly realized that if these dreams were
to be realized, if the laws were to be fully implemented,
large numbers of parents must receive information and
training in order to access their newly gained rights and to
perform their responsibilities.

It also became clear that parents of children with
various: disabilities shared more  similarities than
differences in their experience as parents; they needed to
form a new kind of organization that would benefit all
handicapped children, rather than 1limit their efforts to
particular disability interests and continue to compete with
each -other for legislative and fiscal improvements. ‘Thus,
parent leaders in many sections of the country came together
in their own state or metropclitan region to formalize
coalitions consisting of parents whose children had a variety
of handicapping conditions.

From region to region the -coalitions have varied in
detail; some have only organizations as members, some have
only individual persons as members, and some have both groups
and individuals as mémbers. Some include organizations of
diasabled adults and other consumer advocates; others include
primarily parents. They vary in other details of history and
manner of functioning. However, they all share three
characteristics: they cut across disabilities, they are run
by and for parents of handicapped children, and they have as
their large overriding goal the promotion of services for
handicapped children and their families, with decisions about
those services based on genuine input from the families
affected.

~ Since the pilot project in 1975, several parent
coalitions have received funds from the Bureau of Education
for the Handicapped and from a variety of other sources to
enable them to operate centers to provide information,
training, and many other services for parents of handicapped
children. There was official recognition that parents r.eeded
information and training in order to effectively participate
in new special education processes.




When the early parent centers were established, experi-
enced staff members at Closer Look (the National Informatlon
Center for the Handicapped) gave valuable technical assis-
tance on the operation of information and referral projects.
Also, from the beginning, the leaders of parent centers have
enthusiastically helped each other as much as possible. As
the parent centers have grown, proliferated, and become
involved in a wider range of programs, new needs in mandge-
ment have emerged. These néeds have often transcended those
encountered by an organization 1limited to information and
referral. Leaders of the parent centers have worked and
continue to work closely with each other, and with the staff
of Closer Look, trying to solve problems together by brain-
storming and sharing experiences. It is our hope that
Coalitica Quarterly will offer a more formal and more effi-

cient method for collecting and disseminating the specialized
management information needed by parent centers.

PROSPECTUS

Basic Format and Overall Content

This is the first in a series of twelve issues which
will be produced over the next three years. We will utilize
a monograph format. and each quarterly will address two or
more related topics.

A preliminary survey of parent centers has identified

some of the topics to be included. The format, however, is

tentative and will be adapted to suit the needs’ expressed by
our readers.

Volume I is an overview of the management problems that
were identified in our survey of parent coalitions. These
problems are examined in three major groupings: (1) organi-
zational problems that face any similar operation; (2) prob-
lems arising from the unique history of coalltlons and
(3) problems specific to the operation of these partlcular
centers.

This first issue contains background information, a
discussion of the six topics to be included in the next three
quarterlies, and an invitation for readers to respond with
additional topics. The following three issues (Numbers 2, 3,
and 4) will lay out the problems and present some solutions
that have worked or examples of other possible remedies.
(These topics will be discussed in detail below.)

*kk

Volume II will summarize best practices and -expand upon

the material outlined in Volume I. For example, a discussion

of varying ways to organize coalitions will include several
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INFORMATION IS POWER!

Let us know what information is most needed by your organi-

zation at this stage of operation. The more responses we get
from you, the more representative our information will be and
the better suited :to your needs.

Followving is a checklist of management areas that you or your
staff may need to acquire or improve upon:

case management 3 ] crisis management

contract managément decision making
financial management legislative process
personnel management | time management
planning accounting ' legislative process

for non-profits time management .
affirmative action =~ volunteer recruitment
working with boards™ staff evaluation =
conflict management ‘ program evaluation

public relations

OTHER:

Your Name:

Name of Organization:

Address:

Phone: ( )

What services are provided by your organization?

What 1is your professional role? (Administrative, direct
client service, financial, supervisor, other?)




Federation for Children with Special Needs
120 Boylston Street, Suite 338
Boston, Massachusetts 02116
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different annotated model bylaws. For the center operated by
a coalition, organizational charts will be developed to
illustrate variations in size and complexity. A section on
funding will include an up-to-date list of funding sources,
suggested outlines for proposals and examples of model
buggetsu A plan for afgirmative action, a model set of
personnel policies, and a plan for imglementing Section 504
of the Rehabilitation, Act will also be inciuded. These will
be based on actual, successfully impleménted examples:
Finally, in an effort to standardize record keeping and
documentation among the centers, the Coalition Quarterly will
offer examples of various forms that have proven useful, i.e.
intake forms, travel and expense sheets, weekly time
schedules.

*kk

Volume III, Numbers 1 and 2 will report on additional
options that have been identified during the previous months.
Number 3 will examine the possibilities and problems of
developing a more formal relationship among parent
coalitions. We will begin to apply the best practices in
specialized management described in earlier editiongé to the
inter-relationship of the centers nationwide. The £final
issue will deal with the role of experienced parent centers
in replication in geographical areas where theére are no
centers. The Coalition Quarterly will stress the importance
of a cooperative effort that is possible only through
coalition building, bringing together groups that otherwise
would duplicate efforts or even compete against each other.

*kk

Specific Topics for Volume |

The next issue (Volume I, Number 2) will consider the
task of formalizing organization. Content will be presented
in two sections: ""Necessary First Steps" and '"Resources
Available to Parent Centers.'

Before taking the legal steps required to formalize
their organization, it is necessary for the coalition to
clearly articulate and put into writing those assumptions
that are shared by the group. These shared values will
determine the group's goals and objectives. They will also
point the way to a structure that will promote rather than
diminish the group's overall purpose. The following elements
of basic organization will be discussed as well as their
implications:

Incorporation

Non-Profit Status

Tax-Exempt Status

Bylaws

Fiscal Management

Record Keeping. and Bocumentation
Reporting Requirements
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We will examine options, 1list help that is available and
¢ resources that should be explored. Wherever possible, sample
forms for .documentation and sample budgets will be presented

as well as suggestions to simplify the tasks and save time.

The section on '"Resources" will examiné two types of
centers, those operated primarily by volunteers and with
limited resources, and those centers that have felt .the need
to raise sizeable amounts of money, largely from grants.

One coalition has deliberately chosen not to accept
government funding of any kind. The director of that
coalition will describe the advantages and hazards of such a
decision as it has worked for that group.

A discussion of the funded centers will concentrate

primarily on problems that funding presents to parent
coalitions:

avoiding competition with member organizations;

avoiding rest-ictions that too narrowly limit
activities;

- maintaining the flexibility to allow a change in
emphasis without drastically altering activities.

We will emphasize the importance of operating with a variety
of funding sources and cite examples of successful efforts of
this kind. References will be made to available publications
on fiscal management and resources.

*k%k

Volume I, Number 3 will focus on advocacy and the
relationship of the center with other organizations. These
areas have presented problems that are specific to the
operation of parent centers. Advocacy issues will be
examined in two areas: case advocacy and issue advocacy.

Case advocacy is defined as one trained parent helping
another parent to access services for his/her handicapped

child. A committment to this type of individual advocacy
poses several problems:

- There is a danger of developing a new dependency
system rather than encouraging parents to develop
their own resources.

-~ Advocacy organizations, once they become known, are
often deluged with more requests than they cau ade-
quately handle.

- Most staff members, as parents of handicapped children

themselves, are strongly committed and, therefore,
they are particularly vulnerable to 'burnout."
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- It is usually not cost effective to provide one-to-one
service, especially if that is the only -or primary
function of the staff.

Various centers will prepare articles describing the strate-
gies they have devised to 'solve some of these problems. There
will also be a brief article on ways to establish a system of
paralegal advocates to represent parents in formal adminis-
‘trative hearings.

The purpose of issue advocacy is to effect changes in
existing mandates, policles, and procedures. By wusing
individual cases for ongoing needs assessments, many centers
have learned to spot systemic problems, and taken steps to
change the system rather than to continue solving them on a
one-to-one basis. Another form of issue advocacy is parental
input in policy making. Some of the issues in advocating for
system or policy changes that will be highlighted are:

- the development of expertise necessary to affect
policy;

the value of litigation and issues to be considered;

situations and local conditions that help determine
strategy;

the importance of documentation; and,
- how much and what kind of lobbying can be justified.

Success stories of this type of advocacy will demonstrate how
local situations determine strategies.

Among the questions involved in systemic advocacy are
those concerned with a coalition's relationship with other
-organizations. In general, groups working on behalf of
handicapped children want to cooperate with other organi-
zations, but that goal is not always easy to achieve. The
Coalition Quarterly will offer information on:

stategies to avoid duplication of effort;

ties with organizations of disabled adults;

how to encourage parents to become involved with the

parent organization that best represents the interests
of their child;

the relationship of center's staff with member orgeni-
zations;

the role of board members in the center and with other
groups;

interaction of staff members with other organizations,
ie., what is center related and what is not.

dekk .1. Q




Issues pertaining to personnel policies and practices
for paid staff and for volunteers will be discussed in Volume
I, Number 4. For example, hiring practices are sometimes
complicated by the unique history of these organizations:
most centers were started by volunteers who were parents of
handicapped children. In making the transition to a paid
status there may be a tendency to hire "professionals' and
overlook the original volunteers. Furthermore, fuvading
limitations sometimes 1limit the number of paid staff, and
thus some staff must remain in a volunteer capacity. There
are 1issueg¢ that must be considered in a hiring policy of
preference for parents of children with special needs. Other
ile?egts of staff management as they relate to parent centers

nclude:

- timely payment of employee taxes;
- state and federal labor practices;

- overall policies regarding sick leave, vacation,
holidays and other employee benefits;

- policies for part-time employees;

- staff development and training;

- staff evaluation and rewards;

- participation in short and long-term planning;
- use of consultants.

Volunteer services have been ¢ valuable resource used by
many centers as a way to expand their effectiveness. Centers
wil{ be asked to report on their successes with volunteers,
including retired persons, parents, students, trainees in
sheltered workshops and vocational training programs. There
are possibilities and limitations among all groups and it is
important to keep these in mind when setting expectations.
Sometimes rewards are built into the job; for example, stu-
dents on field placement who receive course credit. Ways to
offer rewards when they are not built into the job will be
explored. '

FOLLOW-UP ASSISTANCE

In the event that the information contained in the

Coalition Quarterly stimulates further questions or a need
for more in-depth informatior,, please call or write to us at

the Federation. We will do our best to provide you with the

.assistance you need. Contact:

Janet Vohs, Editor

Martha Ziegler, Project Director
Federation for Children with Special Needs
120 Boylston Street, Suite 338

Boston, Massachusetts 02116

bhone (617) 482-2915

-
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This isr.e of Coalition Quarterly is devoted to the nuts and bolts of
formally estavlishing a "center" that will offer information, training, and/or
other services to families of handicapped children or adults. The discussion
will emphasjze the relationship between philosophical assumptions and the formal
decisions that must be made around the legal requirements for incorporation, tax
exempt_sta%hs, fund raising, and actual operation of such a center.

PHILOSOPHICAL ASSUMPTIONS.

In forming coalitions across disabilities, parents do not intend to make
obsolete the efforts of the many community organizations promoting ihe welfare
of people with ,particular handicaps. Wherever ‘there are issues of common
interest to all groups, the coalition works to coordinate activities, to avoid
duplication and to provide generic services for families of handicapped.
children. ’

Central to the operation of parent centers is the careful and clear arti-
culation of shared goals and values. In general; each newly operating center
has tended to move along full steam ahead.to serve as many’ parents of handi-
capped children as possible without giving mugh thought to its underlying
ph.losophy. There is, of course, an obvious tendency for like~-minded people to
Join together in the first place. However, experience has shown that it is
importrnt to take time out at an .early point of operation to examine carefully
the philosophical assumptions that are guiding the work. Such an examination
can accomplish several goals: force the organization to think through the bases
on which their everyday activities are founded; help the staff prioritize their
work; and uncover any areas of important disagreement that. may have gone
unnoticed. '

Preeminent among the philosophical assumptions shared by the parent centers
now in operation is the importance of maintaining and promoting the parent’'s
perspective at every level: parent to child, parent to parent, and parent to
professional and policy maker. Parents are recognized as valuable resources,
offering insight and solutions for their children's best interests.. They are
seen as equally effective in their contributions- toward the design, implementa-
tion and evaluation of public policy. Underlying this attitude is a cormitment
to the informed participation of all citizens in all stages of the policy-making
process. This commitment reflects a national’trend which supports the contri-
butions of all segments of society in advocating for consumer input into those
policies affecting one's own life.

In addition to this shared view about the importance of parents as "consu-
mers," parent coalitions also share a fundamental philosophy about handicapped
persons. Coalitions have used various techniques to articulate their philoso-
phical assumptions. For example, during the fifth year of operating a center,
the Federation for Children with Special Needs hired a consultant to help staff
and beard members prepare a long and short term plan for the organization. The
consultant, Dr. Robert Audette, began by helping participants articulate the
philosophical assumptions that had guided the activities of the center. Most of




the views described in Dr. Audette's report are widely shared by parent coali-
tions across- the country:

"The Federation not only believes that individual differences in
people are normal but that these differences should be valued. While
disabilities are not sought-after differences for any person, the
Federation believes that disabilities provide children and adults with
unique perspectives, insights and abilities which contribute to the
quality of relationships between individuals as well as to the overall
well-being of society. Consequently, they hold all persons, regard-
less of the severity or type of disability, to be completely and
beautifully human and important members of society.

"Along with the high value which the Pederation has for persons with
handicaps is a belief in the value of children. Children are held by
the Federation as the hope for the evolving improvement of humankind.
Children are simultaneously the opportunity for the betterment. of
society and the vulnerable victims of its short-sighted policies.
Consequently, the Federation places great value on the family as a
caring protector of children's vulnerability, as well as a catalyst
for their healthy growth and -development. Because parents are the
leaders of families, the Federation places a tremendous value on the

contributions parents can make toward supporting the health -and
development of their children at home as well as in society.

"Finally, the Federation believes that the development, implementa-
tion, and evaluation of public policy should have the informed and
active participation of all citizens. To this end the . 2deration for
Children with Special Needs promotes the active and informed parti-
cipation of parentcz of children with special needs in caring for and
supporting their children at home, in their neighborhoods and- communi-
ties, and particularly in shaping, implementing and evaluating public
policy which affects them."#* ‘

This articulation of philosophy has assisted the Federation and the other
parent centers in the national network in developing and promoting such
additional goals as the following:

A. At the local level, establish parent groups in every community with the
capacity to:

1. Impact on community policy affecting handicapped persons.
2. Advocate on behalf of individual families regardless of incone.

3« Recruit and train other parents and interested persons in promoting
similar values.

* Audette, Robert. “Report to Federation for Children with Special Needs for
Developing Five-Year Plan," March 1979.
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B. At the state level,

1. Expand the age range of the entitlements that are now guaranteed by
special education laws.

2. Extend membership and benefit opportunities to other, often doubly,
disenfranchised groups -- for example, minorities, poor, migrant,
etc. - “ T

C. At the national level,

1. Promote a noncategorical approach to special education and other
services for handicapped persons.

2. Establish a strong network of parent centers througout the country. .

* 3. Increase opportunities for participation by parents in federal
policy decisions concernipg their children with special needs.

]
.

Although there are differences in style and ‘emphasis from coalition to
coalition; most share the philosophy outlined above. Their common challenge has
been to effect a major public attitudinal shift from assumptions -about the inca-
pacities of people with handicaps to a positive focus oa a person's capability.
This shift is gradually being ag:hievgd by reducing or eliminating historically
discriminating restrictions in the political, social, and physical environment.

EMBODIMENT OF ’HILOSOPHY IN ORGANIZATIONAL STRUCTURE*

Once the members of a coalition decide that in order to deliver the
services needed by the families they represent the -coalition needs substantial
material resources, they then must make several decisions that are required by
law and that should be shaped by the underlying philosophy. Although the
obvious meaning -of the term "material resources" is money, that term may also
mean a variety of other things: free space, donated equipment, volunteer time,
professional advice .and 8ervices, for example. Solicitation of donations,
whether money or goods, is greatly facilitated by the possession of tax exempt
status and by careful adherence to the rules imposed by that status.

1. Need for Legal Structure.

Once a coalition decides to operate a center requiring space, staff,
equipment, and supplies -- no matter how small the operation -- the
organization must meet the requirements of 1local, state, and federal
governments. In order to meet those legal requirements, it is necessary to
create a structure which is, in many ways, similar to a business. Through
this structure, the coalition can legally manage money, personnel, and taxes,
-and thus meet the costs of delivering the needed services -- a newsletter, a
_hotline, parent training, for instance.

* This section has been prepared by Attorney David Trott, who has served as a
legal consultant to several parent centers,




2. What Structure?

Leaders -of existing parent centers, supported by their attorneys, strongly
recompend that coalitions intending to operate centers take the steps neces-
sary to become incorporated. The major benefits of that step are as follows:

o Limited Liability

|
\
|
|
|
\
|

If an individué% personally orders envelopes from the stationery store,

and thea is unable to pay for them, that individual is responaible for the }

debt. - As a more dramatic example, the director of a parent center might

contemplate signing a one-year lease for office space at $600 per month.

If a corporation makes such arrangements (and does not deceive or commit

fraud in doing -80), ‘individuals are not held Yo the contract, the

corporation is. Individuals are not held responsible for the debts and

liabilities incurred by the corporation. The corporation serves as a ‘

mechanism which allows people to start something new without risking all

of their personal assets if the gperation does not work out. ,

b. Credibility and Accountability

[}

The landlord renting office space wants to know that some entity is
responsible for paying the rent. A corporation, registered with the
state, with its own bank account and legal assistance, is assurance that
contracts entered into will be duly honored. Similarly, if dues are
collected, donations solicited, or newsletter subscriptions sold,’the cen-
ter is obligated to inform the state attorney general and tax officials.
Agencies of govermment’ charged with protecting the public interést are
concerned whether the money is going to an individual person or is being
collected for specific, limited, publicly authorized purposes and is being
held separately for those purposes, as required by a group's corporate
existence.

3. What Kind of Corporation: Non-profit and Tax Exempt?

The nature of a corporation established for a parent center is obviously
different from that of a profit-making business. Unlike General Motors,
parent centers will not make profits, distribute dividends, or sell stock.

Salaries and expenses need to be me%, but parent centers typically do not
seek a profit. .

Most states have specific laws allowing groups to establish a "non-profit" or ‘

"not-for-profit” corporation. The legal requirements are usually much.
simpler and the filing fees are much lower than those for businesses
intending to make a profit.

The primary reason for establishing a non-profit corporation, however, is
federal tax law, specifically those requirements relating to the most likely
sources of funding for coalitions -- donations, charitable foundations, and
govermment agencies. If the "corporation is non-profit and if it meets other
requirements, it can qualify for tax-exempt status under federal tax laws.

Since there are occasional misconceptions, it is worth noting that, by law,
being non-profit does not automatically mean being tax exempt; acquiring tax
exempt status is, in fact, a whole separate process.

Q | - 5
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a. Advantages of Tax FExempt Status

A tax exempt corporation pays no taxes on its earnings or profits. It is

possible for a corporation to be non-profit but still have occasional

profits, :or net earnings. If such a corporation is not tax exempt, it

would have to pay taxes on those earnings, however small or infrequent.

Since parent coalitions operating centers are likely to havé few profits,
.'thls advantage is of little concern.

More significani, though, is the fact that tax exempt status also frees
the organization from a variety of other tax obligations, including sales
and real estate taxes in most states. It does not, however, relieve the
corporation from all taxes. For example, the tax exempt corporation must
pay the federal excise tax on telephone use..

Most important, of course, is the obvious fact that only with tax exempt
status can an organization be eligible for various funding sources. Many
federal and state government contracts and grants, especially in the
health, education, and human sérvice areas, cannot be awarded to for-
profit corporations. In applying for such funds, federal tax exempt
status is proof positive of eligibility.

Private charitable foundations are a frequent source of funds for ¢oali-=
tions. These foundations are often interested in funding services for
dlsabled children. They are themselves tax exempi and cannot give their
money to another organization unless it also is tax exempt.

Tax exempt status is érucial for coalitions that choose to rely heavily on

donations. A person, group, industry, or other donor will receive a tax
deduction for a gift to the coalition only if the coalition is tax exempt,

and only if the organization has the particular form of federal tax exempt
status that allows tax deductions for contributions. 501 (C)(3)8. Obvi=
ously, donors .are encouraged to increase the size of a gift if they too
can benefit from-the contribution by reduction in federal and state taxes.
-As a qualified tax exempt organization, a coalition assumes the same tax
status as a church or hospital, and fund raising is greatly facilitated.

How To. Do It

Once the decision has been made to establish a non-profit, tax exempt
corpcration, several related steps should be taken. All experienced
parent center directors concur that legal assistance must be sought for
the formal incorporation process. Frequently such assistance has been
donated by a parent or friend who is an attorney. However, coalition
leaders agree that paying a legal fee for this work is money well spent
and is likely to be money saved over a not-so-long run.

Although many lawyers are familiar with establishing profit-making corpor-
ations, the requlrements for tax exemption are not commonly seen in the
typical attorney's practice. Thus it is preferable to engage an attorney
who has done some tax exempt incorporation before. If that experience is
not available, then the lawyer chosen should be someone who is willing to
work closely with the applicant coalition and is willing to spend the
needed extra time in learning this somewhat specialized area.
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The specific: requirements for tax exemption are pursued through the United
States Internal Revenue Service. IRS Publicativn 577, "How to Apply For
and Retain Exempt Status for Your Organization," must be consulteds This
publication, available free from the IRS, describes what must be followed
"in thé incorporating papers wiich are filed in the applicant's state and
with the Internal Revenue Servicé. Package 1023, "Application for Recog~-
nition of Exemption," should be acquired at the same time; this package is.
also available free of charge from the IRS.

Preparing the corporate papers, and filing with the state and Internal
Revenue Service will take the attorney some time, it the process is not
too .complicated to learn. State laws will vary slightly; the federal tax 7
exempt provisions apply nationally.

The key point in these papers is that the federal tax exempt language and
purposes must be in the Articles of Organization. Inclusion ‘in corporate
bylaws will not be sufficient. Hénce, considerable time -and effort can be
saved if tne incorporation papers éan be prepared simultaneously with the
application for tax -exempt status. It is possible -~ and frequently
happens -- for an organization to apply for and receive tax exempt status
months or even years after incorporation. However, such delay can cause
problems, including the sometimes complicated and time consuming process
of amending the Articles of Incirporation- and the bylaws. Certain acti-
vities during the intervening time can .even jeopardize acquisition of tax
exempt status -=- lobbying, technical profits, for instance. Sometimes
there must be involved negotiations with Internal Revenue in order to
clear the record and receive. tax exempt status.

BASIC DOCUMENTS AND STRUCTURE‘REQUIRED BY LAW
The three basic legal requirements for incorporation are as follows:

Articles - filed with state; slightly difficult to change; the public
record. '

Bylaws - filed publicly, but easier to change; more details of internal
structure.

LR

Board of - governing body; useful, especially for longer range thinking
Directors and stability .of organization.

All three of these legal requirements are interrelated, but each has its. own

key points and potential problems to be dealt with. FEach requirement is
discussed in detail in the following sections:

1. Atrticles of Organization

Most states issue forms to be used for Articles of Organization that are
similar and relatively simple. They constitute written assurance that
bylaws have been adopted and that corporate officers have been selected.
In most states, three positions are required: a president, a treasurer,
and a clerk (or secretary). In some states, one person can fill all
offices and in others up to three persons may be required by law. The
officers may also be directors.
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The incorporatofs can adopt temporary bylaws and select persons who agree
to serve as directors until permanent bylaws can be developed and adopted
and -directors can be chosen according to those bylaws.

In addition to certification of bylaws and directors, the Articles. of In-
corporation must also include a statement of the purpose of the corpora-
tion. For the center to be operated by a parent coalition, this statement
. of purpose is extremely important. It must embody the philosophy and

goals of the organization and simul taneously meet. the requirements ‘for
" tax exempt status according to the rules of the Internal Revenue Service.
Thia latter requirement makes the statement of purpose somewhat lengthier
and more complicated than it otherwise would be. But, again, preparing it
carefully at the beginning will save time and repetition of work later.
This is one of the points where ‘the services of an appropriate attorney
will be most helpful, because, in order to satisfy the requirements of the
IRS for tax exempt status, this section of the Articles of Organization
will need to state the overall purpose and then further define the pur-
pose(s), the means for achieving those purposes, procedures for corporate
dissolution, etc. This statement must be written in the language and
format required to meet the specifications for exemptions -described in IRS
Form 1023. '

2. Bylaws ' i

Bylaws are the agreed upon rules that specify how the organization will be
run. They formalize decisions about purpose, structure, and operation.
Statutes regarding bylaws are generally permissive and they are construed
as being internally directory. They do, however, indicate desirable pro-
visions with respect to internal regulations or management of the affairs
of the corporation. Explanations concerning the legal aspects of corporate

bylaws can be found by checking with the State Secretary for the state in
which the center will operate.

Although bylaws are often viewed as a technical, red tape nuisance that

get in the way of delivering the desired services, they really should be
viewed in quite a’ different light. They constitute a formal mechanism
that allow an organization to establish a set of rules that, if carefully
prepared, will actually facilitate the operation of business. They should
contain thoughtful decisions that will prevent needless controversy and
will lay out a structure that reflects the philosophy and goals of the
coalition. : )

Initial bylaws can be simple. Howgver, most parent center directors
recommended consulting a lawyer (ideally a member or friend of the organi-

zation) if bylaws are to be drafted with incorporation in mind. The fol-
lowiny information is usually necessary:

- name
- purpose

- terms and conditions of membership, classes of membership

- affiliation and dues

- number, qualifications, powsrs, duties and tenure of directors
- procédure for filling vacanéies on board of directors

- number of directors,required for quorum

~ titles, duties, qualifications for officers
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election procedures

= procedures for removal from office

-‘specific authorizations for bookkeeping and accounting
-'déte of regular annual meeting

- manner ¢S calling and conducting meetings
';zfigchllyean

- procedures for inspection of records

- procédure for alteration or repeal of bylaws

- Roberts' Rules of Order, or other parliamentary rulés

Many of these provisions are standard legal requirements which can be
adapted from other bylaws. Others have presented the need for some
thrashing out' of concerns and problems that are unique to coalitions.
Following is a discussion of some of the 1ssues particularly relevant to
such orgahizations:

1) Name |

The first issue relates to identity. The organization obviously needs
a name. It is sometimes difficult to make a choice; yet if the choice

is made on the basis of clear criteria and it generates enthusiasm, the
_name will rapidly gain momentum and therefore credibility.

,Legally, even though the organization is a non-profit one, it must in-
clude one of the following words: Limitcd (Ltd.), Incorporated (Imec.),
or Corporation (Corp.). The name should be consistent with the organ-
ization's purposes. It cannot ‘duplicate the name of any other corpora-
tion within the state.

There are several categories from which a name -can be- chosen. Descrip-
tive names usually describe the activities or services provided. FPamil-
iar examples include: "Resource/Information Center," "Child Advocacy
-Service," or "Parent Education or Training Center." An obvious disad-
vantage of this type is that what starts out being an accurate descrip-
tion can soon become outdated. A descrlptive name, by too narrowly

adapt to changing political and social circumstances. For example,
sume centers that originally limited their activities to information
and referral soon found themselves providing case advocacy in response
to constituent needs. Other centers which began with -a focus on indi-
vidual advocacy discovered that training groups of parents would help
them realize their goals more effectively. As they gradually shifted
their emphasis towards activities to promote independence and self
advocacy, their original name no longer suited their activities.

limiting the scope of activities, can prevent the flexibility needed to




Another possibility is a name which reflects the location of the cen-
ter. Consideration should be given to a name which accurately reflects
the region served by the Center. The name of a city or county may be
too narrow, restricting outreach .activities into other areas. Founda-
tions which had previously given awards to organizations serving a
particular city or 'area now recognize the impact of adjacent communi-
‘ties and have begun to distribute their funds regionally.

t
:

. Names also describe the structure of an organiztion. For example,
“coalition,” "council,"” and "federation" indicate an entity formed from
a number of ‘separate groups and connote a sense of continuity and
strength. This type of name allows for a great deal of flexibility
with respect to specific activities, although the major constituency or
purpose will usually be part of the name, i.e., “Coordinating Council
for Handicapped Children,” “Federation for Children with Special
Needs," “Coalition for Handicapped Citizens,"” etc. Possibilities
.abound for combinations of all these types. Below are other general
criteria to consider in selecting a name:

+
H

It should be easy to read.
]

It should be easy to pronounce.

It should be suitable for use if the organization expands
into different activities.

It should be timeless.

It should relate to the activities of the organization.

2) Purpose

The work done on developing the group's philosophical assumptions will
pave the way for this section.

In the bylaws, the purpose may be stated very simply, in everyday lan-
guage. For example, the bylaws of the Coordinating Council for Handi-
capped Children in Chicago state that the purpose of that organization
"« « « shall be to obtain better serviges for all handicapped children
through advocacy, public education, referral, and special services."”
Others have found it practical to write this section in much greater
detail, including all of the legal provisions in the Articles of Organ=-
ization which will enable the coalition to conform to the federal laws
on tax exemption. Although it is not necessary for these provisions to
be written into the bylaws, it is excellent preparation for completing
the information required in the Articles of Organization.

It is appropriate to request copies of bylaws from other organizations

with similar objectives. Since state laws vary, it is useful to exa-

mine organizations within your own state. Federal requirements regard-

ing tax status are applied nationally, so an out-of-state organization

which has detailed bylaws, written -explicitly to conform to federal

laws, may also be helpful. (Volume II of Coalition Quarterly will con-
., tain sample bylaws and other model documents.)
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3)-iMembership-

The compos.tion ¢f membership will reflect the relationship of the
organization to- its conatituency as well as th2 dominant values and
attiftudes of the organizers.

Three major options ~egardi:gz membership in coalitions are available:

"= membership is limited to organizations

- membership is limited to individu&l persons

-~ membership may be composed of some combination of
organizations and individual persons

‘I’ the first option is chosen, a dezision must be made regarding issues
-such as restricting membership to organizations whose primary member-

ship is composed of parents of handicapped..children. Will profession-
als be permitted? Under what conditions?

If individual members become the prefer|red choice, must they be
parents? Professionals? If there is to te a combination of parents
and professionals, what percentage of each is allowable?

Thére are several arguments favoring an exclusively parent organiza=-
tion. Recent national history has indicated that paid, professional
staff generally outlasts parent volunteer efforts. They ultimately
dominated organizations that once began .as parent efforts; thus the
original consumer emphasis and input were lost. Also, if parent lea-
dership has evolved from a larger coalition representing a diverse
perspective, there may be a need to create a forum which reflects
solely the parent viewpoint.

There are several arguments on behalf of restricting membership to
organizations only. Some centers feel that a policy admitting indi-
vidual membership places them in competition with those groups that
already existed to represent specific disabilities. By having entire
organizations represented, the center will:

- prevent or reduce fragmentation;
- consolidate fiscal and manpower resources;

- add credibility by demonstrating that leadership can
bring a variety of special interest groups together;

- have a greater public impact because of larger numbers;

= focus public awareness on common concerns among varied
organizations.

One way of exercising this option has been to allow organizations as
members of the coalition with the individuals belonging to each organi-
gation becoming individual members of the coalition.
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If the group is to be comprised primarily of organizations, the choice
becomes which parent groups: This choice becomes difficult in areas
. where parent groups proliferate. Some groups are large, some small;
. some are statewide, some are not. If every parent chapter or local
- group  became a voting member, the ‘Board of Directors. could number in
the hundreds. The question is really how to represent accurately the
" concerns of all parents, while having an organizational structure which
 can operate efficiently. By making provisions in the bylaws, it is
. pos3ible to leave the issue of adding to and expanding the membership
" in the hands of th# existing members and their Board of Directors. Suci
. & provision allows flexibility and leaves some of the difficult
questions open to further discussion.

If the group is to be composed primarily of organizations; there are
some criteria for admission to membership to be considered:

- That the organization have a primary concern with,childrep
and/or consumers with special needs;

- That it Have a constituency made ui primarily of parents;

- That organizations of adults or other' adult consumers’

“advocacy groups be granted membership (may be non-voting,
or advisory only);

- The possibility of professional organizations that have consis-
tently aligned themselves with parent advocacy efforts.

These questions can be considered by representatives from organizations
which have expressed’ interest in joining the group.

Individual membership only, or a combination of individual and organi-
zational membershiv may be necessary in areas where there are few
parent organizations established. Some centers have found it practical
to admit individual members as a means of raising some of their funds
through dues. In this case there is generally a separate fee for
organizations and for individuals. ’

4) Voting

Voting privileges will vary depending upon the type of membership
chosen.  Should individuals have voting power equal to that of an
organization? The Federation, which has only organizations as members,
allows each organization omne vote. This decision was reazched after
lengthy discussion and careful thought about such topics as competition
and relative power; the conclusion might well be different for cther
parent coalitions, depending on local needs.
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§)-Other Considerations for Bylaws

a) Involvement of Professionals

It may be important in the beginning to restrict membership to
parents. However, once a certsin strength is achieved and recog-
, hnized, it may promote the cause more effectively to have concerned
.- and aligned professionals involved, either as members of the board
and ad hoc committees or as liaisons to assist with cooperation and
alliances with professional organizations.

Although a healthy distance from professionals and professionalism
is often appropriate, it is also important to avoid needlessly
adversarial relationships. As a matter of fact, many centers are
now conducting training in parent/professional relationships, with
both parents and professionals conducting and receiving the
T training. e

b) Independence or Autonomy of' Members :

Parent leaders interviewed have found ,that specific organizations
may have particular issues about which they feel strongly, and may
disagree with other members. Such disagreement is an especially
sensitive issue when a coalition issues public statements.

A procedure can be adopted in the bylaws that would allow represen-
tatives of member organizations to dissociate themselves from any
activity or position of the coalition or organization that is not
acceptable to its constituency, simply. by so stating. Since much of
a coalition's gtrangth derives from its consensus and unity, such a
procedure creates room for disagreement without having to break off
membership. Attempting to coerce agreement defeats that under-
pinning. Paced with strongly held disagreement, coalitions might
decide not to pursue the issue at all -- or at least, to make very
explicit the fact that, on. this issue, only the agencies are in
agreement.

3. Board of Directors

As indicated above, a board of directors is legally required for incorpor-
ation purposes and serves as the governing body of the organization. The
directors determine the policy and general direction of the activities of
the corporation.

The founding members must determine the criteria for directorship and the
process and rules for election. These will reflect some of the same
issues encountered regarding admission to membership. Possibilities for
selection to the board may include: parents only; no such requirement of
any kind; that the issue be left to each participating organization.

'l‘he Board of Directors should be a critical resource for the organization

ard under no circumstances should they be dismissed as perfunctory. Care-
ful consideration should be given to the selection of directors because of

[
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ization.

the perspective they can bring to the overall activities of the organ-

They are also iaportant liaison persons bringing credibility to fund-

raising activities and broadening the community based network.
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INTRODUCTION

A basic commitment to advocacy underlies nearly all the activities undertaken by centers operated by
parent coalitions. This commitment is central in the history of the centers, since most are staffed by parents
who became involved in coalition building and related activities as part of their own voluntary efforts as
advocates. The previous issue of Coalition Quarterly (Vol. I, Numbers 2 and 3) dealt with some common
philosophical assumptions shared by parent centers.and thic way these are built into the organizational
structures. This issue discusses in detail the application of philosophy in the form of advocacy and the
relationship of advocacy to the management of a center. Because advocacy is so important both to the
philosophy and to the operation of the centers, it will be dealt with in greater length than originally planned;

‘thus this issue has been developed as a double issue, Numbers 4 and § together.

Broadly defined, advocacy means to act on behalf of another to promote that person’s causes as if they
were one’s own. Most important, advocacy requires placing the interests of the client above other
considerations. For this issue of Coalition Quarterly, we have adopted the Kahn, Kamerman and McGowan
division of child advocacy into two scparate but related areas: case (one-to-onc) advocacy and class, or
systems advocacy.! We will emphasize the relationship between the two types of advocacy as seen in the
operation of parent centers.

PART 1: CASE-ADVOCACY l

The first article, CASE ADVOCACY IN THE PARENT CENTER, focuses on the management
problems that arise from a total commitment to case advocacy. Within the context of this discussion, case
advocacy means one trained parent helping another parent to acquire services for his/ her handicapped child.
The need for case advocacy was especially compelling when P.L. 94142 and similar state special education
laws were first being implemented because parents were faced with a whole new array of procedures and
responsibilities for which they felt illequipped. Consequently, they sought assistance from other, more
experienced parents for help in developing these new skills.

Since most parent centers begin with case advocacy, a thorough understanding of both the benefits and
problems accompanying- this activity is crucial for developing preventive strategies for newcomers and
redmedies for more experienced centers.

At the core of the problems is a paradox. On one hand, the basic motivating force behind creating the
organization is a strongly-felt personal commitment to help families. Yet, unless activities are carefully
managed, there is a danger of dampening the initial impulse by casé¢loads which can quickly become
overwhelming. Also, as parent organizations. grow, their ability to effect change is no longer limited to
individual cases and they often become involved in system advocacy. However, a total switch-to system
advocacy may-fail to provide the strong personal gratification and inspiration' that helping individual
children does. This article outlines possible problems, offers'some solutions, and gives a rationale for a
continuing involvement in case advocacy.

Following the discussion of case advocacy isan article entitted PARENT TRAINING: A STRATEGY
FOR SOLVING THE PROBLEMS POSED BY CASE ADVOCACY. In an effort to solve some of the
problems involv+d in an exclusive commitmez: to individual case advocacy, various parent centers over the
past five years have been developing workshops or training sessions to supply groups of parents with the
knowledge and skills they need to become confident advocates for their own children. Group centered
training allows the center to reach many more parentsand often serves as the foundation for parent-to-parent
support-systems, thus reducing the need for direct staff involvement in individual cases. By empowering
parents to act on their own behalf, as well as for others, anotherdanger, that of creating a dependency system,
is avoided.

! Kahn, A.J., Kamerman, S.B.and McGowan, B.G. Child Advocacy.: Report of a national baseline study, (DHEW Publication No. 0CD
73-18). U.S. Government Printing Office, Washington, D.C., 1973.
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PART 2: SYSTEM ADVOCACY

The remaining articles focus primarily on the role and legal implications of class and system advocacyin
the parent center, Involvement in system-wide advocacyis an obvious, powerful way to expand the resources
of the advocacy organization. The aim of system advocacy is to bring about changes in institutions, agencies
and services so that groups of people are bencficially affected. This type of advocacy includes influencing
legislation, systems analysis to identify service needs, community orgarization, and litigation ‘in order to
effect changes in existing mandates, policies and procedures.

In most centers, system advocacy evolves naturally from case advocacy as staff workers learn to use their
experiences and ‘documentation of cases to identify system-wide problems. Once the process of effecting
change on this broader Jevel begins, thereis still a need to have continued contact with the kind of information
that originally prompted advocacy efforts for parent centers, this means an ongoing involvement- with
individual case advocacy. Eiizabeth Britten, director of the Southwestern Ohio Parent Information Center,
pinpoints some of the difficulties involved in a transition to system advocacy:

¢ It isdifficult to tell a fellow parent that there is no help with their specific case because all
energies are committed to making a change in an issue which may not make a difference for

that parent seeking immediate relief, \

® New skills may need to be learned, especially in the areas of policy-making, litigation and
lobbying. ) Te—— L

® There may be restrictions in the parent center’s funding contract.or in the coalition’s tax
exempt status,

She concludes that system advocacy is the long-range solution to jor problems shared by-many

‘parents of handicapped children, and that effective changes occur when-bé ; case and system advocacy are

exercised concurrently — a difficult task which requires careful planning.?

Litigation is one form of system advocacy highlighted in an article by Lawrence Kotin, Esq.,
LITIGATION AS AN ADVOCACY TOOL. He discusses the role-a center can play in using the courts,
describes the legal process, and reviews some of the relevz at cases which have been decided during the past
several years., *

Robert Crabtree, Esq., addresses the management issues related to Internal Revenue restrictions on
political activities or lobbying in the final article, POLITICAL ACTIVITIES AND THE IRS,

In order to tap a wide base of experience and knowledge for these complicated problems, we have invited
several specialists to contribute articles. or background information for this issue of Coalition Quarterly.

CASE ADVOCACY IN THE PARENT CENTER

Purpose

‘One-to-one advocacy as practiced in parent centers is a very specialized form of peer support — staff

" members, because they are themselves parents of handicapped children, relate on anequalbasis to the parent

who comes to them for.information and assistance, Advocacy is distinguished from other forms of peer help

2 Britten, Elizabeth, “Starting a Parent Center,” Southwestern Ohio Coalition for Handicapped Children Parent Information Center,
3024 Burnet- Avenue, Cincinnati, Ohio 45219,
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The ultimate purpose of a parent center is to insure that the rights and interests of disabled persons will
be protected. Although the questions that parents raise relate to manyareas — financial entitlements, medical
needs, respite care, recreational opportunities, etc. — the overriding expectation of parents secking help from
a parent center is the-hope that an appropriate educational placement will be assured for -their child.
Frequently, achieving this goal requires direct, one-to-one assistance.

Description

This advocacy activity can be described as a continuum. Occasionally a parent +.ill call with a simple
question requiring a simple factual answer (“Is my four-year-old deaf son eligible for special education?”). In
most cases, however, one question leads to another, revealing new areas of uncertainty (*Does this eligibility
include hearing aids? Tmnsportauon"”) An advocate’s involvement will gradually increase from providing
factual inforination, to assisting in the interpretation of a child’s records and advising the parent on the
prope.. procedural steps to take, to accompanying the parent to official school meetings. Finally, the advocate
may act in a paralegal role and actually represent the parent in a formal administrative hearing. This
transition from simple and quick to compléx and time-consuming often places a far greater demand upon
staff and volunteer networks than can easily be met

PROBLEMS

Case advocacy is both a major strength and a potential danger for parent centers. Ironically, it is the
organization’s success-that is the source of many of the dangers. For example, iii most cases, because staff
members are themselves parents of handicapped children, they have a. great willingness to respond
thoroughly to the needs of other parents, often-at some personal cost. Consequently, the parents who call,
often after many frustraung attempts to obtain help or information elsewhere, are pleased with the quality of
assistance they receive. As parent centers become known as a source of this type of assistance, thcy are often
deluged with more requests from parents; also, an estblished reputation for “never giving up” makes the
center the prime focus for referrals from othcr agencies for their most difficult cases.

This increased demand saps more and more of the limited resources of the center. Also, since staff
members are so strongly committed, they find it difficult to limit the demands made on their time and can very
readily overextend themselves. Thus, an activity which offers great satisfaction quickly becomes
overwhelming, leading to frustration and bumout

The problems associated with case advocacy are at the heart of most management concerns for parent
centers and they arise repeatedly, although with a different slant; in every area of office funcnomng — staff-
management, funding, hiring practices, even office layout. Basically the problems fall into the following
areas: .

1. Philosophically, there is a danger of creating a new dependency system rather than
encouraging parents to develop and respect-their own resources as parents.

2. Two major dangers go hand-in-hand with success:

— Once an advocacy organization becomes known and respected it will often receive
more requests than can be handled adequately; and

— The successful organization becomes the focus for the most difficult cases. In other
words, the better the staff members do their work, the more difficult their work
becomes.

3. Since parent staff members are so strongly motivated, they are more vulnerable than others
-to the problem of burnout.

4. In the traditional ways of accounting, it is not cost effective to provide this kind of service on
a one-to-one basis, especially if that is the only or primary function of the staff.
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In addition to the problems listed above, funding for individual case advocacy is almost non-existent.

Long-Range Solutions

One long-range solution to these problems is to provide parents with the opportunity to gain the skills
and information they need to advocate effectively for their own children. Parent training designed to meet
such a goal is discussed in detail in the following article. This training serves not only to empower parents and
increase their independence, but it also expands the organization’s effectiveness; groups of parents receive
information together rather than individually, and many parents are willing and able to help others as

volunteers.

The use of various forms of issue advocacy and the development of written materials, such as fact sheets
. onrelevant laws, information bulletins on cufrent legislation, lists of resources, etc., also increase the center’s
ability to reach more parents, thus increasing cost effectiveness.

Finally, involvement in such a variety of activities provides a newness which helps staff members avoid
burnout. !

BENEFITS ' '

There are many reasons for centers to maintain a continuing involvement in individual caseadvocacy, in
spite of the difficulties outlined earlier. The following is a brief summary of the major advantages:

1. In order to supply parents with relevant information that will enable them to advocate on
behalf of their own children, it is vital that trainers possess specific and current information
about the problems parents aré confronting. The development of appropriate written
materials and, most particularly, the successful application of issue advocacy are dependent

upon the information gained from direct individual case involvement on a continuing basis.

2. Although there are dilemmas that are inherent in a strong personal commitment to young
children and families, staff members find working on a personal basis with families most
appealing. It satisfies their desire to help in a most basic and tangible way. It is children, the
primary force behind the commitment, who provide the rewards When an individual childis
helped, the gratification is immediate and powerful; Systems advocacy, on the other hand,
may take years to reach its goal and a person may neverdirectly experience the results of her
endeavors-with the immediacy that individual case advoracy provides.3

3. There will always be instances when parents need onc-to-o;le assistance. People with needs
will call; often these are the most compelling calls. They carry a message of urgency-which
can be an important force in creating change. Furthermore, they supply staff members with

daily reminders of the relevance and urgency of their work.

4. On a broader scale, an involvement with case advocacy provides the collective
documentation necessary to determine where and when systems need change.
Transportation to and from school isan obvious example of a system-wide problemin many
areas of ‘the country. In order to effect changes, documentation must indicate the exact
nature and scope of the problem. One parent center’s involvement with transportation
problems-is described in the article on system advocacy.

5. Through their efforts with individual cases, the parent centers establish credibility among
parents and establish a reputation as an organization representing a parent consituency,
thus strengthening the supports needed for successful involvement in class 2nd system
advocacy..

3 Britten, Elizabeth, “Starting a Parent Center™, s
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- MANAGEMENT SOLUTIONS

As inany organizztion, a careful overall balance must be maintained between dealing with crises, -usually
on an individual basis (reactive), and long-range -planning, which includes system advocacy. and parent
training (proactive). There are many ways to achieve a balance. Every center has its own focus and reaches its
own ethbnum depending upon the .needs of its constituents, the social and polmcal climate, funding

-iéquifements, and the talents and abilities of its staff. Organizational ethbnum is an evolving and ever-

changing process. The fact that an organization changesisan mdxmnon thatitisintouch withand responsive
to its overall. goals, rather than simply working for its own status quo.

Experienced parent centers have offered the following suggestions to consider before case advocacy
becomes overwhelming:

— Determine the number of cases that can be handled; both by individual workers and by the
center as a whole.

— Limit-case load by employing alternative ways to meet the needs of parents.

— Consider taking only certain types of cases for one-to-one involvement — those requiring
due process, for example.

—— Refer cases to other advocacy groups which may speciélizq in a given area.

= Work closely with other advocacy organizations to avoid duplication and to enhance
possibilities for cooperation.

— Conduct training programs for parents in self-advocacy.

— Develop handout sheets of resources and fact sheets on various rights: for example, listings
of parent disability groups and procedural steps in due process.

— Encourage staff members to serve on relevant boards and committees and to attend agency
meetings as a means of ‘participating in policy-making decisions.

— "Provide back-up support that staff members need to balance the highly emotiona. ~ature of
their involvement; i.e., set a time for staff members to sit back and talk, conduct inservice
training for stress management, schedule regular case conferences.

— Include staff in long-range planning to determiné which problems should be considered for
" system advocacy.

— "Conduct staff training in system advocacy, its goals, strategies and value.

— Train staff and volunteers to see case advocacy as an ongoing monitoring and needs
assessment opportunity that may lead to class or system advocacy.

— Train and empower local parent groups.

— Develop and utilize volunteer capacity, including other parents, students, and retired
persons.

— Publish a newsletter.

Forthcoming issues of Coalition Quarterly will expand upon the items listed above. These are
suggestions for coping with the problems outlined earlier and are not intended to be a comprehensive survey
of all the strategies used to solve them.




PARENT TRAINING: A STRATEGY FOR SOLVING
THE PRCBLEMS POSED BY CASE ADVOCACY

by Mary O'Brien, Training Coordinator, Massachusetts
Federation for Children with Special Needs

Need

People associated with the centers operated by coalitions around the country have become increasingly
aware that many of the parents of handicapped children to whom they were providing information and other
assistance did not really comprehend the nght. and protections afforded them and their children under state
and federal laws. Often, lack of understanding by the parents left the children vulnerable to grave abuse
(exclusion from school, continued school failure, unnecessary segregation from their peers, for example)..By
the time these cases came to the attention of parent center workers, the problems had reached critical stages —
parents felt guilty, helpless, angry, and unmobxhzed Staff members were faced with providing emotional
support in addition to finding a way to help the parent secure an appropriate program for the child.

-Goals ’ .

Several centers decided to develop parcnt training that would empower parents to act early for theirown
children and thus be able to prevent the crisis stage. Two general goals were developed for the workshops:

1. To provide technical information and to develop skills which would enable parents and
providers to access the services guaranteed by law t9 children with special needs, thereby
developing a network of support in the community for these children.

2. To clarify the role of the parent in the child’s educational planning process..

STRATEGIES AND CURRICULA .

Exchange of curricula and materials among the parent centers and other agencies has enhanced the
quality of this training. At the Federation, for example, after a review of materials developed for a variety of
projects that had training components, we planned a curriculum based on the four rights guaranteed under
the special education laws and the two key protections that ensure these rights. (This format had been used
successfully by the PAVE Project at Closer Look and earlier by TASK,a parent coalitionin Orange County,
California.) The steps from referral to the writing of the IEP provide the conient of all training workshops,
whether they are set up as a series or are presented as a single session. All of the written materials we now use
can be adapted for these two structures. ..

People who attend the workshops come from a variety of socio-economic and racial groups. We have
learned that while the levels of sophistication, privilege and expectation of parents vary widely, they sharea

-common problem. Typically, parents do not view themselves and are not viewed by professionals as

colleagues on the Team. Since the intent of the law includes parents as colleagues on the Team and not as
clients, or patients, we have developed a strategy for * professnone lizing” parents.*

The PACER Center in Minneapolis, one of the first parent centers to adopt training asa major strategy,
achieves this same aim of “professionalizing” parents of handicapped children by offering workshops at three
levels. The first level is parent education. At these meetings, parents learn about their rights and
responsibilities in special education, their role in helping to develop their child’s individual education,
parent/school communication, and the basics of advocacy. The second, more specialized, level of training
focuses on such pamcular areas as preschool special education needs and services for children in segregated

-schools. The third level is advocacy training, which includes detailed information on various aspects of

special education. laws, assertiveness techniques, and other ways of assistiiig parcnts to help other parents.

* Editor's Note: Tohelp strengthen advocacy efforts. some centers provide parallel training to mecfical professlonalsand other members
of service delivery systems to sensitize them to parents’ issues.




fleccntly, the major strategy employed by the Federation has been a Parent Manual which is used asa
training device for promoting self-advocacy. The manual is a carefully designed and piloted notebook that
contains basic information for all parents and separate sections.for information relevant to the particular
child. The notebook enables the Federation staff to adapt the curriculum to any audience or format and can
be compiled with participants during a single workshop ora series of workshops. The notet.cok is the product
of a process in which the parent has participated. Parents have found it to be particularly helpful in organizing
their children’s records, having ready access to technical information about laws while they participate in
planning for their child's education with other members of the educational team.

SUMMARY

In each center, the training provided parents has also enhanced the group’s effectiveness in assisting the
parents on a long-term basis; parents who have attended the workshops call back for follow-up information,
but are often able to handle their own cases effectively. Their questions are informed and specific. The case
files they compile for their children are complete and they piovide clear documentation of theii children’s
needs. This documentation often prevents the need for mediation and/ or a formal due process hearing, and it
facilitatcs the development of an appropriate IEP.

At the Federation, we have discovered that engaging in training has helped our staff to mature; they have
come to realize that their pioneer years of experience-and struggle have provided them with invaluable
‘knowledge, strength, and confidence. They have learned that the best wayto help other parents growis to give
them clear information, new skills, and the belief that they are entitled to services for their. children.

Staff members have concluded that the way in which a request for information or assistance is handled
can make parents feel cither dependent or empowered. Thus, every inquiry becomes an opportunity for
training: by mailing material as follow-up to a phone call; by helping a parentarrange records carefully in the
notebook; by urging parents-to assist and learn from one another, returning to the center whenever there is a
need for more information.

Most other centers we have talked with have Geveloped the same dual emphasis that we have outlined:
increasing parents’ knowledge of the laws, and enhancing their confidence as colleagues on the educational
‘team. The New Hampshire Parent Information Center-focuses curriculum on specific topics, such as “Play
and Leisure Activities” and “Behavior Management Techniques” in addition to workshops on basic legal
rights and due process. For many years, the Coordinating Council for Handicapped Children in Chicago has
conducted parent training workshops that emphasize independence and strength for parents, based on sound
knowledge of the law and acquisition of assertiveness skills.

CLASS OR SYSTEM ADVOCACY

Along with t:aining parents to become advocates for their own children, the other, obvious solution to
the problems of case advocacy is to engage in class advocacy, to effect change that will benefit large numbers
of children. Like case advocacy, class (or systcm) advocacy is also an important part of the history of
coalitions of parents of handicapped children. Most parent coalitions emerged from an organized effort to
achieve major changes in services for handicapped children, usually in the form of special education laws at
the state-and federal levels.

Management Issl;gs

System advocacy poses its own set of management challenges for the parent center. Again, because the
center’s workers are themselves parents of children with special needs, they are likely to share personally the
frustrations of their clients, either in the past or even concurrently with the parents they are helping. Thus the
urgency of each crisis creates overwnelming demands for action.




Like case advocacy, class issues must be identified, sorted, and selected foraction by the centeraccording
to the organization’s capacity to handle them. Frequently, there is anothef agency with greater capacity to
deal with a particular problem, and thit ageancy should be givenencouragement and support from the parent
center: The' state’s Developmental Disabilities Protection and Advocacy System:may be the best qualified
organization to take the city’s mass transportation system to court for discrimination agamst handicapped
persons; the state. Association for.Retarded Citizens may be the logical group to tackle zoning laws that are
designed to exclude community residences for handicapped people; the parent center may be the appropriate
agency to solve problems with the state education department’s implementation of the surrogate parent
requirement of the federal special education law.

Effective class advocacy often requires access-to attorneys who specialize in relevant laws. Although
their role in the area of litigation is obvious, attorneys are also needed in other less adversarial roles, such as
helping to make the decision whether or not to pursue litigation; drafting legislation if- that is the chosen
strategy; and interpreting laws, regulauons, and ,udxcxal decisions. Furthermore, attorneys experienced in
litigation can be invaluable advisors in defining the:issues and developing the arguments, no matter what
mode of pcrsuasxon or pressure rnay be ad~ pted Finally, attorneys can share with parents their training and

-expetience in mediation when that promises to be a possible solution.

Since most parent centers.cannot afford the luxury of paid'staff attorneys, they must find alternative
legal resources. Some centers have a board member who is both an attorney and a parent of a disabled child
and is available for a certain amount of free legal assistance. Other centers-have developed cooperative
relationships with' attorneys in other agencies, including public interest law firms and other child advocacy
organizations.

Because the needs for class advocacy are hkely to be even less predictable than are the needs of individual
parents, the center almost inevitably finds itself in a reactive stance rather thana pro-acnvc position based on
careful planning. The center becomes so busy responding to each successive crisis that it neglects to do the
planning that can produce an effective concerted advocacy effort. However, planning can be facilitated with
only a little extra effort, especially if the workers can be persuaded to view all their work within a context of
system advocacy in the following-ways:

1. Document the inquiries coming inio the center in such a way that the task of identifyingand
verifying systemwide problems v.1it be facilitated.

2. In addition to the intake forms that are used for telephone calls, questions that are raised in
training workshops, conferences, informal meetings, or any other context should be
recorded, preferably on.a standardized form.

3. Regular staff. meetiﬁgs and board meetings should include.an agenda item devoted to case
conferences or reports on problems being expressed by parents of handicapped children,
and these also can be recorded on the standard form.

4. A process should-be developed for making decisions about which issues the center will
choose to take on as class advocacy efforts. The decision process should include both
workers and board members.

Considerations for Selecting Strategy

Once a decision has been reached to pursue a particular classissue, then 2 strategy (or series of strategies)
must be selected for accomphshmg the goal: litigation, legislation, a quiet telephone call to a key official, a
mass demonstration, press campaign, a few key letters, a mass letter-writi::g campaign.

One helpful principle in this selection process requires that the strategy chosen should be the one that is
least complicated, least time consuming, and likeliest to solve the problem at the earliest possible stage. A
common example would be to frain parents to solve the problem (specialized transportation, for instance) at
‘the IEP planning meeting to avoi:l a long.and costly due proce:s experience.
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In addition, the following considerations will help determine the best option:

1. Current legal status of the issue. (For instance, is the problem one of noncompliance with
existing law, one needing new legislation, or one requiring interpretation of present law?)

2. The remedy that holds most promise for solving the problem. (Example: Should the
outcome be to improve evaluation methods in order to increase the accuracy of
classification of children? Or, should the result be the elimination of labels that are
ambiguous and stigmatizing?)

3. Those components in the overall system best equipped to act to resolve the problem. (Well
organized, active parent groups? a sympathetic judge? a helpful legislative leader? a
responsive state administrator?) )

4. The future effect of approaches used in the present. (Would a one-time media expose
jeopardize cooperation in the future? Would certain kinds of activities and not other kinds

endanger the center’s funding source? Would too much compromise sacrifice the support of
the coalition in the larger effort?)

.
t
H

Example

!

The following example will illustrate the application of the above determinations to an issue that has
presented problems almost everywhere in the country: the transportation of children with special needs to
and from school. Since transporation is a mandated service, change was not needed in law or policy, but
rather efforts were needed to force compliance with the law.

A few years ago, when school opened in September, the Federation for Children with Special Needs
received numerous complaints and requests for assistance from Boston parents about the conditions under
which their handicapped children were being transported. The complaints were serious; the safety of the
children was being ignored; large numbers were not receiving the transportition required in their education
‘plans. Many children were not picked for weeks at a time; others were hours late when they finally arrived at
school only to be returned home to frantic, worried pareats hours after school was over: One child, unable to
walk, was left alone on a sidewalk in front of a housing project. It became obvious that the critical need of
Boston children in special education at the time was safe and efficient transportation.

Because of the magnitude of the problem in sheer numbers of unserved children, it was obvious that
handling each case individually was impossible. In addition, after attempting to secure adequate services for
individual children, it also became obvious that there was no person, department or agency within the public
school system equipped to take responsibility for guarantceing safe; prompt, and reliable transportation. The
schcol department had provided only one telephone number to register complaints and that number was
cither busy or nonfunctional. Therefore, the advocacy strategy assumed from the outset was adversarial,
since the mechanisms for mediation and cooperation were non-existent.

As a community effort to remedy the situation, Boston parents formed the Committee to Get Our Kids
to Scheol. The Federation served as a support for the parents involved by setting up a hot-line, jublicized
through the media, to respond to and document complaints about transportation. When one hot-line proved
to be inadequate, another state advocacy organization, Office for Children, set up a second line. Ina three-
month period over 3,000 unduplicated complaints were logged by the two agencies.

Careful records detailing all the pertinent information were kept and forwarded, at the end of eich day,
to the Transportation Department of the Boston Public Schools and to the state Department of Education.
Copies of each complaint, filed with both organizations, were kept at the Federation.

Siﬁce:neithcr the Federation, the Office for Children, nor the ad hoc committee had the capacity to file
suit, the documentation was turned over to another child advocacy agency, the Massachusetts Advocacy
Center, which had on staff an attorney specializing in litigation. The attorney then used the information
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collected as the basis for affidavits which were used-in a class action suit against the Boston School
Department. The suit succeeded in-forcing the contracted private bus firm to adhere to the terms of their
contract, tnus forcing all parties to comply with the law requiring safe and prompt transportation,

Far from creating future hostility among Boston special educators, the careful process that was put in
place allowed teachers and school administrators to call the hot-line and help get the problem resolved.

LITIGATION AS AN ADVOCA .Y TOOL

by Lawrence Kotin, Esq., Kotin & Crabtree,
6 Fareuil Hall Place, Boston, MA 02109.

How Courts Become Involved

The courts arc an advocacy tool of last resort “whenall else fails.” There are two ways in which the courts
become involved in resolving “ciass” or “system” issues under P.L. 94-142, i.e., those issues whichaffect large
numbers of children and some major part of the service delivery system. The first is through an appeal from
the state “due process” administrative system, e.g., from a final decision of a hearing officer or a state
superintendent of-education to a state-or federal court, at the option of the party appealing. The second is.
through a direct action brought in state or federal court, without a preceding administrative process.

In both instances, the case begins in the lowest court of “general jurisdiction” which, in the case of state
courts, is the main trial court (which has different names in different states, such-as “superior cotrt,”
“supreme court,” “supreme bench,” etc.) and, in the case of the federal courts, is the federal district court
(unlike the state courts, this is uniform throughout the country). After this court (state or federal) issues its
decision, subsequent appeals are possible, in the case of the states, to the highest court of the state, usually
through an intermediate appellate court and, in the case of the federal courts, to the federal court of appeals
for the circuit in which the district court is located. Ultimately, both state and federalappeals can be appealed
further to the United States Supreme Court, which has the discretion to accept or refuse to accept the case.

Appeals which arise from the state administrative process are, most commonly, those which raise the
issue of the “appropriateness™ of a child’s placement. “Class” or “systemic” issues are raised through these
appeals when-a significant question of law must be decided in order for the issue of appropriateness of the
placement to be resolved. For example, an issue which commonly arises through the administrative appeals
process is relative agency responsibility for a child’s placement, e.g7 mental health, education, social services,
etc. This question in turn requires a definition of what is “special education™and “related services”and what is
not.

Cases which go directly to court without a preceding administrative process generally raise issues which
do not lend themselves to decision through the normal administrative process for the following reasons:

(1) the issue is too urgent to wait for the appeals.process to run its course, such as in the case of
an expulsion of a handicapped child from school for disciplinary reasons;

(2) the issue requires a resolution which is beyond the normal authority of a hearing officer,
such as non-compliance by a local educational agency with one or more major provisions of
the law; or,

(3) the magnitude of the issue requires resolution by a higher authority, i.c., a court, such as an
issue relating to retroactive payment to parents of private school costs where the parents
ultimately win their case on appeal.
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Types of Issues Resolved in Court

To illustrate the kinds of “class” or “system™ issues which tend to get resolved in court either through an
appeal from an administrative decision or through a direct court action, we will review some of the cases
which have been decided during the past several years. Overall, there have been at least four categories of
these cases, most of which have gone directly to court without a preceding administrative process:

(1) major enforcement cases, each raising a number of basic issues of implementation of
significance to large numbers of children;

(2) cases challenging the suspension and expulsion of handicapped children from publicschool;
(3) cases raising various issues relating to private school placements; and,

(4) cases involving the interpretation of specific provisionsand requirements of P.L. 94-142 and
its regulations.

Ll

The major enforcement cases challenge the widespread and !substantial failure of a state to implement
one or more major provisions of P.L. 94-142 or its state analogue. An example of such a case is Allen v.
McDonough, a case filed agains the Boston School System for its failure, on a timely basis, to conduct

evaluations and reviews and to make placements, Other prominent examples are Mattie T. v. Holladay in
Mississippi-ard-California Association for the Retarded v. Wilson Riles.

“These major enforcement cases are very much akin to the landmark “right to education cases” such as
PARC, Mills und Lebanks v, Spears, which preceded P.L. 94-142 and were a majorimpetusto itsenactmeat.
The principal difference between the two lines of cases is that the pre-94-142 cases were based on the
provisions of the United States Constitution, while the enforcement cases are based primarily on the mandate
of P.L. 94-142, itself. (It should be noted that although some of the enforcement cases were filed before P.L.

94-142 became effective and were then based primarily on constitutional or state law provisions, they now
rely on P.L. 94-142 as their primary authority.)

Several major cases have challenged the use of disciplinary suspension and- expulsion against
handicapped students. Example's of these are Stuart v. Nappi in Connecticut,and Howard S. v, Friendswood.
Independent School District in Texas. The issue raised in these cases is the extent to which special education
requirements have replaced the use of suspension and expulsions in the case of handicapped children. In the
Connecticut case, for example, the court.ruled that suspension-of a handicapped child was a “change in

placement” under P.L. 94-142 and required the application of special education “due process procedures.”

A third dategory of “class™ or “system™ cases are those deciding issues relating to private-school
placements. Examples of these are cases in Illinois (Elliot v. Board of Education of the City of Chicago,
Hllinois) and Florida (Scavella v. The School Boarc of Dade County, et al) which address the issue of a cap on
public funding of private tuition; cases in Connecticut (Michael P. v. Mahoney)and Florida (Jenkins v. State
of Florida) in which challenges were made to a system of charging parents jor certain costs of institutional
placements; a case in ‘Massachusetts (Amherst-Pelham Regional School Committes v. Department of
Education) deciding the issue of retroactive payments to parents who place their children in a private school
at their own expense and then win their case on appeal; and cases in the District of Columbia (North v,
District of Columbia Board of Education) and Rhode Island (Ruble v .Bevilaqua) relating to relative state
and local agency responsibility for public and private “institutional placements.”

A fourth category of cases are those interpreting specific provisiohs of P.L. 94-142. Ove case in
Pennsylvania (Armstrong v. Kline), for example, decided that an “appropriate placement” included a 12
month year when necessary. Another case in Connecticut (Campochiaro v. Califano) held that local school
board members did not qualify as “impartial hearing officers” within the meaning of P.L. 94-142,
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Role of the Center

There are several roles which a center can playin using the courtsas an advocacy tool. One is to identify
“class™ or “system™issues and to suggest court action in the form of an individual complaint oraclassaction.
Another is to help a party or a class secure legal assistance in bringing an individual or class action. A third is
tofile a briefin a case asan“smicus curiae™or“a friend of the court.” Amicus curiae briefs are frequently filed
in important cases by an organization which is very interested (by virtue of its work) in the outcome of the
case. These briefs are frequently very influential in part because they can contain certain information about
the non-legal implications of a case which is genenally considered beyond the scope of the main briefs filed by
the parties. Asa procedural matter, a request must genenally be made to the court for permission to file an

amicus brief. Permission is generally granted toan organization which can demonstrate an obviousinterest in
the case as the result of its purpose and membership.

Summary

One further word should be added about the use of court litigaticu as an advocacy tool, In general, very
few cases which are filed ever result in a final decision by a court. This is because the vast majority are
“settled”, i.e., resolved inforrnelly between the parties. This fact highlights a-key purpose of using litigation
which is to try to bring about a settlement by the suggestion oractualinitiation of a court proczeding whenall
other efforts fail. Thus, litigation can be an effective tool for bringing about the informal resolution of
disputes which have not been amenable to negotiations. !

POLITICAL ACTIVITIES AND THE IRS

by Robert X. Crabtree, Esq., Kotin & Crabtree,
6 Faneuil Hall Place, Boston, MA 02109.

Families of handicapped people have been among the most politically active citizens in the last two
decades. The reason for this-is simple — legislation and government policies and programs form the
foundation of any entitlements handicapped persons can claim, and without organized persuasion of lawand
policy-makers, that foundation will erode. Since most Parent Centers choose to be not-for-profit
organizations for the tax benefits that attend that status, and since the Internal Revenue Service (most states
too) imposes certain restrictions on political activity, centers need to know how much and what kinds of
lobbying they can engage in without jeopardizing their tax exemption.

The Internal Revenue Code (“IRC") provision that confers tax exempt status on some organizations
[Section 501 (c) (3)] requires that “no substantial part of the activities” of the organization be “carrying on
propoganda, or otherwise attempting to influence legislation™and that the organization “not participatein. ..
any political campaign on behalf of any candidate for public office.” There are now two tests which might be
applied to your center to see if it has engaged in too much lobbying: (1) The old “substantial activity"test and
(2) The “new test”, a much more flexible standard which has beenavailable since the enactment of the Federal
Tax Reform Act in 1976 (IRC, Section 491 1). You must affirmatively elect to be covered by the new test;
otherwise, your political activity will be judged by the substantial activity test. Generally speaking, under
either test, activities which-are not prohibited to tax exempt organizations include: (1) Making non-partisan
research or analysis available which presents information on both sides of a controversy; (2) Providing
technical advice or assistance to a governmental body in response toa written requestin its name (a requestin
the name of an individual member will not qualify); (3) Examination and discussion of broad social and
economic problems even if they are the subject of legislative activity so long as the merits of a specific

‘legislative proposal are not addressed. The two possible tests are as follows:
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The Old Test

The “substantial activity” test denies tax exempt status to an organization for which lobbying is a
substantial part of its activities. This test has created a great amount of uncertainty for not-for-profit
organizations over the years. The test has proven to be unclear about what types of activityare prohibited and
how much of that prohibited activity is “substantial.” Moreover, the penalty for lobbying a “substantial®
amount is an absolute loss of tax exempt status. Once the 501 (c) (3) status is jost, furthermore, an
organization is ineligible for status as a “;ocial welfare™ organization [Section 501 (c) (4)]. [Under Section 501
(c)(4)a tax-exempt organization could lobby without limitation but gifts made to it would not qualify astax-
deductible contributions for the donors.]

Undiir the old test, the L.R.S. considers several factors to decide whether an organization has exceeded a
permissible level of lobbying activity. For example: (1) Are legislators contacted directly or does the
organization limit itself to testifying at hearings? (2) Is tesiimony volunteered or invited by the legislature
committee? (3) How much time and money are spent in the lobbying activity? On the basis of these and other
considerations, the L.R.S. found the Sierra Club’y legislative activities to constitute a regular part of its
functions and not a casual concern. Asaresult, the Sierra Club lostits tax exempt status under the substantial

activity standard.

The New Test

t
You will only be covered under this standard if you affirmatively elect to do so by filing the appropriate
IRS forms. If you are engaged in lobbying to any significant degree it is probably to youradvantagetodo so.
The new test sets forth clear guidelines which permit substantial a:nounts of political and lobbying activity
and imposes less harsh penalties for exceeding the limits. One disadvantage is that the new standard requires
annual reporting and disclosing of the electing organization’s permissible lobbying expenditures and its
actual expenditures, thus creating an added administrative and fiscal burden for the organization.

The new-test works as follows: first, an electing organization’s “exempt purpose expenditures” are
calculated. Generally, this includes all the amounts paid or incurred to achieve the purposes of the
organization which qualify it to be tax-exempt plus all the amounts paid or incurred to influence legislation.
“Exempt purpose expenditures” do not generally include money paid for fundraising by a separate

fundraising unit of the organization.

The new test then permits-an electing organization to spend, free of tax, up 15 25% of the “exempt
purpose expenditures™ for so-called “grass roots” lobbying and between 5% and 20% of its “exempt purpose
expenditures” for direct lobbying, the percentage depending on héwlarge the annual expenditure is. (209 of
the first $500,000; 15% of the second $500,000; 10% of the third $500,000; and 5% of the remaining anaual

expenditures).

If an organization exceeds these percentages it is still permitted to lobby solongas the organization pays
an excise tax of 25% of the excesss. Under the new test, an organization that pays this excise tax will not lose
its tax exempt status unless its average political expenditures over a four year period is more than 150% of the
nontaxable lobbyirig amount. ’

“Grass roots” lobbying is defined as attempting to influence legislation by attempting to affect th:
opinions of the general public, for example, by distributing handbills or by encouraging members of the
organization in a newsletter to urge others to contact legisiators or government employees.

Direct lobbying includes any attempt to influence legislation by communicating with any legislator,
governmental official or employee who may participate in the formulation of legislation. For exampl3,
encouraging members of the organization through a newsletter tocontact Congressmen to support or opposi:
a proposed law would be direct lobbying.




\
\
Under the new test some additional types of political activity have been identified which can be engaged ‘
in without limitation: (1) An organization canlobbyin “self-defense.” That s, there are no restrictions against |
communication with legislators about decisions that might affect, for example, the existence, powers, duties |
or tax exempt status of the organization. However, this “self-defense™ exception does not include lobbying l
ior continued appropriations for programs from which an organization receives grants. (2) Communicating
with members about legislation of direct interest to the organization is not restricted so long as membersare
not urged to cor. ict legislators. (3) Organizations can communicate directly with government personne)
about any concerns other than legislation without limit. This means there is no restriction, for example, on
speaking with government personnel about the formulation of regulations.

The scope of the limitations of political activitics as outlined here can be complicated under either test. If
there isa question about whethera particular activity is covered or not it is best to seek the advice of an expert
in tax matters.
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"PERSONNEL PRIMER
STAFFING THE PARENT CENTER

This issue of Coaslition Quarterly discusses personnel management in two broad areas — those issues
governed by law, and the cormmon personnel practices that have evolved among parent centers.

" The first article, “Personnel Law,” prepared by Robert Crabtree, Esq.. outlines basic legal requirements
concerning wages, benefits and working conditions; anti-discrimination laws: and general principlés governing
the development of sound personmel documents. He stresses the importance of documentation in every aspect of
employer-employee relations, and notes precautions to be observed in interviewing procedures,

‘Even though many issues related to staffing and management are legally spelled out. many other issues are

left to the discretion of center directors. to be deiermined according to the needs of the work to be done and the.

needs of the workers, The second article highlights pérsonnel practices that- parent centers have adopted in
response to the nature of-the work they do and to the general characteristics of the workers.

It-sis impossible to examine thoroughly personnel policies and- practices within the scope: of this issue:
however, we welcome your questions and invite you to call us if you need more detailed information or sample
docuinents,

PERSONNEL LAW

by Robert Crabtree, Esq., Kotin. Crabtree & Strong
6 Faneuil Hall Marketplace, Boston, Massachusetts 02109

Parent Centers, like other small businesses, are subject to a variety of laws and regulations that affect their
relations with employees. In most cases these laws require no more than a Center-would do as a marrer of
common sense, fairness and the maintenance of congenial and productive working relationships. Some ir.pose
burdens of paperwork and expense; others present difficult choices for the employer-Center between preserving
the employer’s rights to make decisions and avoiding the appearance of belittling or denying employees® rights.

The major laws relating to personnel fall into two groups: those designed to prevent discrimination and
those concerned with wages, benefits and working conditions. Center employers should. of course, be familiar
with these laws (several are summarized below) and take steps to comply with them: They should also develop
policies and practices which create an atmosphere of openness and participation and minimize
misunderstandings with employees.

This report was prepared under Contract No. 300-80-0859 from the U.S. Department of Education, Special
"Education Programs and Rehabilitative Scrvices, Specisl Education Programs. Contractees undertaking such
projects under government sponsorship are encouraged to express freely their judgment in professional and
technical matters. Point of view or opinion, therefore, do not necessarily represent the Education Department’s
“position or policy. <

Prepared by: The Federation for Children with Special Needs,
312 Stuart Street, 2nd Floor
Boston, Massachusetts 02116

Editor: Janet Vohs
Project Director: Martha H. Ziegler, Executive Director
. Federation fo~ Children with Special Needs
Publication and Closer Look
Distribution: Box 1492
Washington, D.C. 20036
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*° " The Importance of Documentation

- One of the most important tools to achieve this openness is to have a written personnel policy. Even if a
D Center has rclatively few émployees, a written statement of its policies regarding wages, benefits, rules for the

workplace, disciplinary procedures and ihe like is helpful. Asthe Center growsin size. such adocument becomes
not merely desirable but essential to good working relations. Personnel policies are required to be in writing by

: many funding sources, both governmental and private, and are almost always requested by auditors for larger
5 programs. ’

_A-Center should also develop a written job descripti'op-for each position defining concisely an emplovee's
duties and responsibilities, the supervisory structure, qualifications for the position, salary, and what the
employee-must do for advancement at the Center.

Along with personnel policy statements and job descriptions, a Center should maintain an orderly system of
records covering its relations with individual employees. This:documentation is especially important to protect
against-charges of discrimination in hiring or firing. Concerning an employee’s disciplinary termination. for
example, a Center is well protected against discrimination claims where its employee file shows a systematic
attempt to work out problems with the employee using progressively more severe disciplinary measures,
culminating finally with termination. Copies of filed reports should be given to the employee. Of course. some
types of misconduct call for immediate termination. If this occurs, a letter should be sent to the ex-emplovee and

“filed as soon as possible specifically stating the reason for the firing.

c Major Anti-Discrimination- Laws

1. The Civil Rights Act of 1969, Title VII (asamended by the Equal Employment Opportunity Act of 1972)-
applies to employers of 15 or more employees. It prohibits discrimination against job applicants and
employees because of race, color, religion, sex, or national origin in any.term, condition or privilege of
-employment. Employers must post.a notice telling how to file charges with the enforcingagency. the Equal

-Employment Opportunity Commission ( EEOC). and -must eliminate “artificial. arbitrary and unnecessary
barriers to employment.”

The EEOC will try to conciliate a charge made against an employer, but if that fails. may file a civil action in
Federal court to enforce the law. Job applicants and employees may file a complaint inthe EEOC and may
also sue employers directly in court.

Employers in violation may be ordered to make retroactive salary pavments and pay the claimant’s
attorney’s fees and expenses as well as to submit a plan for changing their employment practices.

N

The Federal Age Discrimination In Employment Act of 1967 (as amended in 1978) provides the same
protections-as the-Civil Rights Act to persons age 40-70 where the employer has 25 or more employees.

w

Federal contractors and subcontractors with contracts of $10,000 or more.must engage in affirmative
action programs (generally identifying and changing practices with discriminatory effects and positively
recruiting-and providing an-accepting work environment for women-and minorities). The affirmative
-action program must be in writing and will be monitored by a Federal compliance agency if the contractor
has 50 or more employees and the contract is $50.000 or more. “Contracts” does not include “grants.”
Executive Order 11246 (amended.by Executive Order 11375).

4. Federal contractors-and subcontractors of $2.500 or more and grant recipients-are prohibited by the

Rehabilitation Act of 1973 — Sections 503 and 504 from discriminating on the basis of handicaps and must
develop affirmative action programs.

5. Under the Vietnam Era Veteran's ‘Readjustment Assistance Act of 1974 — Section 402, Federal

contractors and subcontractors are prohibited from discriminating against qualified Vietnam Era Veterans

-during the first four years after discharge and against Vietnam Veterans disabled 30% or more throughout
their work-life.. Affirmative action-programs are also required.

questions in the hiring-process to-those secking information which is really necessary to evaiuate the

In general, the best protection against charges of discrimination by unsuccessful jdb applicants xs to limit
applicant’s qualifications and avoid those that are unnecessary. Inquiries about race, handicap, etc. should
beused only as part of an affirmative action program. As for terminated employees, a systematic program
of employee discipline and record-keeping as described abové is the best protection. Anti-discrimination
laws do not prohibit firing employees for just cause:wiiere rational disciplinary procedures have been
followed. )

Laws Concerning Wages, Benefits and Working Conditions

1. Fair Labor Standards Act'o] 1938, as amended; by the Education Amendments of 1972, and the laws of
most states establish certain- requirements relating to minimum wages, overtime pay. and other basic
provisions of the work environmént. Executive, administrative and professional employees are exempt

from tl';é'Fl.SZ__’s_vproVis'ions.

- , -
.t 1
et e N R 3
S B ‘T . Ceee e
Y R T PR, -

DR

,\)

ERIC




- ° 2. Federal and state laws combine to provide unemployment insurance benefits under the Federal

Particular provisions of the FLSA include these: (a)a minimum wage of $3.35 hour (as of this writing): (b)
overtime pay at 1% times the regular rate after 40 hours: (c) provisions restricting children ageldand |5t0
work limited hours outside of school hours: (d) provisions prohibiting discrimination on the basis of sex
‘where employees are doing substantially equal work with equal skill, effort and responsibility.

The importance under the FLSA of keeping simple, clear records of employees® time and wages paid

cannot be overstated. The enforcing agency, the Wage and Hour Division of the U.S. Department of
Labor, sometimes treats poor record-keeping itself as a signthat the law is being violated: Penalties include
payment of back wages, injunctive relief, :and sometimes payment of additional money damages. In

particularly egregious cases, criminal fines may be imposed,

Unemployment Insurance Tax Act of 1939 and the Social Securiiy Act of 1935.asamended. Not-for-profit
organizations must participate in most state programs if they employ a sufficient. usually small. number of
people.

In most states, an employer may either self-insure or contribute to an.unemployment insurance fund..A
center should weigh carefully the_possible cost of having to pay benéfits to an ex-employee against the
certain costs of ¢ontributing to an-insurance fund 1o decide.between the two.alternatives.

Usually a terminated employee will be cligible for benefits unless she, he left voluntarily without good
cause, or was fired for misconduct that was against the interests of the employer. The ex-employee must be
able and available to work at employment comparable to the job she; he has left, but-need not accept (1) a
job open because of a'labor dispute or (2) work where the wages or working conditions are lower than
standards in the area or (3) work offered on the condition that she *hejoina company union or that she_ he-
not join a.union. ’ !

The options available to Centers which are tax-exempt under Sec. 501(c)(3) regarding social security 1axes
will be discussed in the next issue of Coalition Quarterly.

- Worker’s Compensation laws apply to employers in every state, although typically a state will exempt

organizations. with-only a small number- of full-time-employees. These laws are-to protect against the
consequences of injuries sustained on the job; usually including those occurring while traveling to or from
the job. The employer’s responsibility to-provide benefits attaches.regardiess of who caused the injury.

Injured employees, and in case of a death, tkeir dependents, are typically entitled to oric-half to two-thirds
of their weekly.wage plus hospital and medical benefits. In return, employees give uptheir rightsto sue their
employers, but they may sue any person who negligently caused the injury. If such a suit is successful. any
payments they recover must first be used to.reimburse the emplo,er or his insurance company, and the

remainder belongs to the employee.

Centers often use consultants who may not be considered employees covered by the worker's compensation
provisions because they are “independent contractors.” Generally speaking, independent contractors are
-persons who agree to produce a product, but remain independent of the employer and do not submit to his
or her particular instructions.concerning how to produce the product.

Most states require embioye(s to carry worker’s comnensation insurance and do not give them the optign
of being self-insired. The potential costs to an employer of having to pay a claim itself are so great in any
event that it is ill-advised not to carry insurance.

- Parent Centers, which are typically small. are unlikely toface union organizing campaigns. but should not

consider themselves immune, especially if they grow in size. Law defining the rights of employees of
employers “in interstate commerce™ is found in the National Labor Relations Act. Other employers are
often covered by state jaws similar to the NLRA; Should 3 Center be confronted by requests that a labor
organization be recognized as representing the Center’s employees, the Center should iconsult with an
attorney or other expert in the area of labor relations.

With or ‘without a union, a Centér is well-advised to have fair and sensible procedures for handling
discipline, disputes over wages and working conditions, and individual employee grievances. As dedicated
and professional as employees of Parent Centers are, they have the same needs and rights as any other
employees. If those needs and rights are not honored, Parent Centers, like other employers, run a serious
-1isk of Jow morale 2>d burnout which in turn undermine a Center’s ability to serve families in need.
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P PERSONNEL PRACTICES
i Introduction

' . In addition to the légal items Mr. Crabtree discusses, other aspects of personnel management need
clarification from the beginning to assure smooth- Center fuactioning. Written personnel policies and job
descriptions help define these areas.

Beyond statements of compliancé - with the laws governing the Center’s relationship with its employees.
written personnel policies include details on operating procedures designed to reflect each Center's philosophy
and -priorities in personnel management. These policies should be based upon the needs of the Center itself,
rather than upon the staff profileata given time. It is sasy to assume that certain problemsare not likely to plague
one’s own Center if the staff is dedicated and skilled, There is no guarantee, however, that such a situation will
remain stable forever, ’

Job descriptions further specify employer-employee roles in day-to-day operations. This article discusses
both personnel policies and job descriptions as they apply to parent centers.

Personnel Policies
Personnelpolicies are a statement of muitual expectations. They provide guidelines for judgements and

E should reflect the Center's commitments and philosophy. Since personnel policies ar¢ often similar for most non-
3 profit organizations. request copies from other parent centers and similar organizations. preferably larger and
older than your own, before embarking on the task of writing them. Excellent resources for additional
information are available fromthe Grantsmanship Center. 1081 South Grant Ave.. Los Angeles. CA 90015. We
especially recommiend the publications Personnel Policies for Your Agency: Get Them In Writing Now, and
How To Design- Your ‘Agency’s Employee: Benefits Program. The following discussion highlights those
components o"“personns::policies that may be‘less standardized or that have particular-relevance to parent
centers,

Hiring — Whenever possible::Centers have been careful to maintain their. original volunteer staff in paid
positions.when, and if. funding becomes available. Experience has shown that it is especially important from the
beginning that there be a single strong leader who is in that position by consensus, and this-person should be the
first one to assume a paid position. Usually such a leader has been instrumental in founding the center. obtaining
initial funding. and in a. suring its continuance. In most proposals for funding. key personnel are identified and
macney is awarded on the condition that those personnel be involved-as specified-in the proposal:

: Occasionally friction develops when some staff can go on a payroll and others miust continue as volunteers.

' Care should be taken to build in rewards for-volunteers, and, whenever. feasible, to give them priority when
; -adding to the payroll. In addition to monetary rewards, volunteer and paid staff are often motjvated by such
) things as recognition, achievement, and opportunities for personal, development and challenge.

Often Centzis downplay the imporiance of academic credentials and:emphasize volunteer experience.
However, some areas, not related primarily to the content of the work, may require more formal training: for

example, financial management, office management. supervision, writing, and research skills. Overall staffing
patterns.should allow for a range of talents and abilities;

Affirmitive Action — An affi rative action statement in writing may be legally required for your organization.

(Sée previous article for guidelines). Affirmative action requires 2 more active seeking out of ways to employ-

women, minorities, veterans, and handicapped persons than a simple statement of non-discrimination. Usually.
additional financial and time commitments are required.

Evenif not required, many Parent Centers practice affirmative action for parents of children with handicaps
(in keeping with their overall intention to maintain a parent perspective) and for disabled adults (as a means of
expanding employment opportunities).

Setting Pay Levels — This task is a delicate one. Salaries are often predetermined by specific requirements of
contracts or grants. One Parent Center stressed that, “At the outset, care should be taken to think in terms of
sexist policies. People are likely to vnderialue themselves because they are women, especially if they work part-
time and continue to do much.the same work they did previously on a volunteer basis.”

Séales should refléct current lévels in state and federal government, as well as salarly levels and cost of living
in one’s own community. Contacting another Parent Center and your local United Way organizations will offer
) some guidelines before establishing salary levels,

A method for granting salary increases should be spelled out. These are usually made according to an
automatic schedule, presuming satisfactory work performance, or by merit review: Sz¢ sifications for times when
‘salaries will advance or. be reviewed, as-well as criteria for determining pay, should also be included. Each job
should havea salary range to set limits on salary progression. This projection will help predict payroll costs. and
give employees the security that pay will be equitably adjusted on a regular basis,

Some.mention should be made of cost of living increments. 1™ inding sources seldom expand enough to
totally protect Center employees from the effects of inflation, but scund financial planning should permit a small

allowance for this purpose, even if in combination with-merit increases.




Benefits — In addition to programs-in which. by law, the employer must participate, there are other benefit
options which an employer may offer as ways to augment thesalary, such as the obvious benefits of holidays and

. Vvacation time. Remember; benefits usually cost money, so calculate carefully the potential cost before offering

them.

In devc!oping;benefjt packages. consider the needs of the workers: for example, if they are predominantly
young. they may appreciate maternity and'educational benefits, as well as consideration given to days off which
correspond to school holidays. Older staff may appreciate life insurance and retirement plans. Health and dental
Plans.have universal appeal.

Credit union advantages are not difficult-to' set up do not cost the company anything. and employees
appreciate the service. Often Centersreceive vouchers for college courses inexchange for supervising work-study
students. These can be offéered to employees without cost to the Center. Don't overlook opportunities for training

which are offered.through the Center itself and do explore other avenues of educational-assistance.

Promotion = Opportunities for advancement and change within an organization are good for staff morale and
every effort. should be made to promote from-within the existing ranks of staff and volunteers, Maximize talents
of the staft By using the Center itself as a-means of “learning by doing™through apprenticeship programs. For
-examgle, Centers often start workers-in a receptionist position as a means of familiarizing them with basic
procedures, or give a learner opportunities to participate’in panel discussions after observing more experienced
staff at speaking engagements. Such training and observation may enable the worker to gain the skills needed for
promotion when the opportunity- arises.

Delegation of Authority-—-Centers agree that to bring out the leadership potential of workers. they must be
given meaningful responsibilities from the beginning. The continuity and stability of.the Center dépend upon
leadership development. . :
Probationary Period = A three to six month probationary period offers opportunity for mutual evaluation for
workers and is also.valuable in cases of promotion. Remember the Peter Principle!

Work Schedules =-Although most Centers keep regular daily hours, there are usually more part-time than full-
time wcrkers. Staff members who are most involved in direct advocacy or training need a degree of flexibility in
the hours they will be in the office..It is vital. however, that events outside the office and in-office meetings be
schedu.ed so that there is adequate coverage in the officé at all times. Ideally, there should be at least oné full-tirie
person in the office the greatest percentage of his’her time in order 10 assure continuity. Whenever possible, it is

Job Descriptions. -

Typically, workers in parent centers are action-minded and service-oriented and the development of written
operating documents has been of secondary priority. This was especially true immediately followingthe passage
of P.L.94-142 when the enthusiasm and commitment of parents provided the necessary energy and direction to
create and maintain effective programs. Often staffs were small, and little differentiatir1 of job descriptions was
needed. Indeed, spirit_of equality and democracy ‘prevailed, with all staff basically- having ‘the same job
descriptions, although seldomi w.itten down, As Centers grow, and differentiation becomes necessary, viable job

volunteer workers with definitions of their-responsibilities. Such clear lines of responsibility form a structure
which allows workers to continue in-a- genuinely caring and effective manner:

It is not-uncommon for workers in parent ceriters to have more than one job title — one a generic. internal
title, and a second, functional title assigned to a particular grant or contract which is subject to change when a
temporary assignment is completed. ‘Internally, a worker may“be referred to as a “resource parent™ or
“information specialist,” while at the.same time acting as a project director for a particular grant,

_For this reason, the job description must be flexible enough to allow for changes and should be updated as
needed. Annual review of job descriptions as well as pay levels and schedules has proven helpful in established

.centers.

Job descriptions should contain the following information; )
title of position, supervisor, ‘overall duties to be performed, and amount of time involved;
necessary skills (technical, communication and interpersonal, or managerial);

concice and clear statements of the tasks involved in performing the job;

-a specified time when evaluation will be performed; B

salary. range.
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Volunteers

A valuable part-of the work of ‘many Parent Centers
+identification with' the:Center’s philosophy and goals,

is done by volunteers. They work out of a sense of
a desire for personal fulfillment and an urge to serve.

The relatigps‘hip between the volunteer and the center should
the first must understand’ that atvolunteer's,commitment is as-se

be regarded as contractual — everyone from
rious as;that of a paid worker.

‘Some Centers have written-agreements, signed by the volunteer worker and the Center, that spell out their

mutval oblig:tions and provide a basis for understanding. Space does not allow us to include samples, but we will
be happy to send them-of request, ’

The federal government recognizes the work of vounteers and grants them some of the same consideration
given to paid-workers. The IRS code allows volunteers to deduct certain travel. gas, food. and lodging expenses

incurred on the job-from their taxes. The Civil Service Code allows applicants forigovernment jobs to include
relevant volunteer work in their employment history.

Involvement and motivation are as vital 10 good volunteer management as to paid staff. Since they are not
motivated by a paycheck, volunteers are unlikely to continue in jobs they think are unimportant. Efforts to heep
them involved and to-develop their skills and talents ‘will'help keep interest and enthusiasm strong.

In addition to Voluntary Action Centers, which are run by the United Way. centers have been successful in
recruiting volunteers from the following sources: local colleges and universities: parents who have been trained
or helped:-by the center are often willing volunteers: elderly or retired persons:-disabled adults.

FOLLOW UP ASSISTANCE
-Dear Reader, *

Your input isimportant to us! In order to supply yeu with the information you need, we need to
hear from you. Let us know if you have found the Coai’tion Quartérly helpful and how you have used
it..If there are any topics you would particularly appreciate being covered, please let us know that,
t0o. The more risponses we réceive, the better We can suit the information to your needs.

Also, if information contained in any of the issues stimulated further questions or a need for

more in-depth information, please call or write to us atthe Federation, We will do our best to provide
you with the assistaace you need..Contact:

, Janet Vohs, Editor
-Martha Ziegler, Project Director
Federation for Children with Special Needs
312 Stuart Street, 2nd Floor
Boston, Masschusetts 02116
Phone: (617) 482-2915%

FUTURE ISSUES

‘Publication and distribution of Coalition Quart.ly may be delayed for a few months after
March, 1982. Please be patient — distribution will resume in the near future.
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INTRODUCTION

This issue of Coalition-Quarterly and the next one will present basic information about funding sources
available to coalitions of organizations representing people with-disabilities. Raising mongey is somewhat more
challenging for a coalition than it is for most other nonprofit organizations because a coalition, by its very nature,
must avoid those kinds of fundraising activities that would put it in competition with its own member groups.
Thus, such familiar efforts as direct mail appeals, annual dues, and walk-a-thons may be ouit of the question,
-depending on the particular coalition. .

The centers being ope-ated successfully by coalitions of parents of children with disabilities have been funded
primarily by federal and state government grants. Several centers havealso developed alternative or supplemental
- funding resources. The next issue of Coalition Quarterly will summarize relevant experience with government

‘grants, including information about eligibility, preparation, and accountability. This issue offers suggestions on

the non-governmental resources.

We have devoted this double issue primarily to the three most significant sources of private funds: foundations,
corporate gifts, and the United Way. In addition, we have included suggestions about publication as an ongoing
resource. :

In the presentation of foundation and corporate grants, we have included an interview with an executive witha
large metropolitan foundation, conducted by the editor, and an article about one center’s experience with such
funding, prepared by three persons from that center, In the discussion of United Way possibilities, the editor
describes one center’s experience-with one type of United Way funding and staff members from another center
describe the process for membership application, a second form of. United Way funding. In afinal article; one
center director-presents a step-by-step guide for launching a financially successful publishing venture., These
articles. show how some coalitions have used the resources of their local community and their own talents to
augmert-their funding base: :

FOUNDATION FUNDING

INTERVIEW

‘Inthe hope of demystifying the process of obtaining money from foundations, the editdr of Coalition Quarterly
interviewed a foundation executive in a'large metropolitan area. The foundation representative gave a brief
personal overview of the foundation world. While some of hér comments reflect her involvement in a particular
foundation, most are relevant to all types of foundations, especially professionally staffed, community-oriented
ones. Following are highlights of the' discussion betwéen the Coalition Quarterly editor and the foundation -
executive. )

FOUNDATION EXECUTIVE:... In the world'if private philanthropy, foundation giving represents about five
percent of «he total contributions. The biggest givers are still individuals, and the biggest recipients are churches.
What foundations have been able;to do is to organize their givig in such a way that the impact of their modest
dollars is quite high. .. I hope we will find more creative ways of financing projects, and that people will develop
new types of organizations. Where before, issues of turkept organizations separate, I think we wili now see more
organizations coming together... Some may merge, others may cut ccsts by sharing space or by doing bulk
- purchasing. I also thiiik there have'been missed opportunities to make money because people felt they could not
ask clients for money. You can charge. Sometimes charging people is a way of connecting them more strongly witk
the. service. . ’ .-

In relation to parent centers, advocacy has always been a difficult area to fund because it is not thought of as a

direct service. It is difficult to document how someone has been helped through s.dvocacy efforts; consequently, it
is difficult to demonstrate the results to boards and others. People would rather support things they.can see -

numbers, buildings, a changed school system. The fact that advocacy has not been liberally funded in the past may

now be to its benefit. Without large infusions of money advocacy organiz. “uns have still been successful. They. - '~

have been forced to be more creative, depending on volunteers, on people’s dedication to a cause, and onstrong
. client constituencies. I'm not saying that'money is not necessary. It is.. However, parent centers need to determine
what in their program is fundable, ' :

CQ: Isit-apprcpriate to ask a funding source which of the many activities performed in 2 parent center they would
. be.most likely to fund? e .
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FOUNDATION: EXECUTIVE: In our -assessment of a proposed project, we look for a clear statement of
organizational purpose and priorities, Part of the organization's homework is to know its priorities and to match
them with available funds. Their next task is to convince the funding source of the reasons why this is needed and
explain how it fits into the framework of the organization,

CQ: What are the differences among the various-types of foundations?:
FOUNDATION: There are several major differences. A foundation may be privately administered by-a

corporation.or a family. As such, it can have either a distinct programmatic interest or a geographical focus, A
.public community foundation, on the other hand, has an obligation to respond to the broad charitable needs of its
own community, rather than tohold to a specific program focus. In doing your homework, thereisa wide range of _
information available in libraries throughout the country. At the top.of any grantseeker’s list would be the
publications of the Foundation Center.* With the help of their directories, you should find those foundations that
are interested in.the area in which your organization is involved. How much money have they given? What is the.

size of the average grant? To what organizations? For what purpose?
CQ: Wh_at happens to a proposal after you receive it?

FOUNDATION: The proposals that fall within our guidelines are assigned to a program officer, who meets with
the applicants to determine that their organization is healthy, that it is addressing a real need, and that it s capable
-of managing the grant. Site visits are usually a part of the evaluation process because they give a better sense of the
organization and what it is about. '

One thing you should know is that it is very rare for a new organization, without an established track record, to
get funds. Groups are not always immediately successful. You have to stick to it and-keep- coming. If your
organization has had previous funding, those soiirces should be listed and discussed in the p: Jposal.

CQ: In sdmniing up, is there any other general advice you would have for someone who has never approached a
foundation?

FOUNDATION: I think there's a lot of mystery surrounding getting money. There are people who sit on both
sides of the desk. The money is there to be given to those groups who have the best.chance of advancing the
intérests of a particular foundation. A foundation wants to see-a group that:

® .is well organized;

¢ has its priorities straight;

‘o is'well'managed;

2 has a good board-of directors;.

¢ has-a Knowledgeable <tsff; and'

-® ‘has'satisfied. consumic+s.

Our boatd dees notlike to be approached by individuals who have proposals pending. That's why they employ a
staff. T would advise most people whi are applying st large, staffed foundations:not to approach the volunteer
board members, but to work directly with tic staff. Make sure your proposal is something the foundation will
fund; and you'll get a good hearing,

PARENT COALITIONS AND PRIVATE SECTOR. FUNDING

Paula Goldberg, Bettv Binkard and' Marge Goldberg
P.«CER Center, Minneapolis, Minnesota

logical period for parent groups to develor -and estiiblish strong and ongoing partnerships with private
corporations and foundations,

An austere financial climate and substantial cuts in available funding from traditional sources make today a

_ While the competition for these grants'is intense, and though the.private sector cannot possibly meet the total
financial needs of all nonprofit organizations, parent coalitions representing handicapped students can begin to
turn to foundations-and corporations for at least supplemental sources of financing. Since December, 1981,
PACER has received eleven grants, of varying size, as-well as in-kind contributions from corporations and
foundations, a direct resuit of having increased the number of proposals submitted.

* Nd’l‘E: See “RESOURCES,” page ‘10, for ‘complete address and telephone number. “Researching
Foundations, Parts I and I1,” available through the Grantsmanship Center Reprint Series, are excellent guides
to the Foundation Center’s publications. See Bibliography:,
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Preparation . : .".' -

»  PACER Center has dtscovered seieral’ strategres to enhance an organization’s chance of success. One such*
’ drscovery has been a realization of the great variety among corporatrons and foundations—in their phxlosophres.

inthe types of programs they tend to support, and in the range insize of their contributions. Very few are willingto
support an agency’s total program. Some may be hesitant to make grar.s to programs that promote system
changf ““-~me prefer to give direct monetary grants while others wnsh to make contnbutrons of furnrture, sup plies,
orapr: -t they manufacture. . .

Therefore, as a trme-savxng first step, it is wise to discover in advance the variations just mentioned, before you
make initial contact. As an aid to your homework, books prepared bya council on foundations may be availablein
your state; these give details on the funding sources within a particular communrty Libraries also contain

-reference volumes with information on the types of assistance offered by private sources.

Since the grant wrmng processis a lengthy one, groups must ensure that their efforts are concentrated on those

sources of funding which offer a_hope of success. Further, by discovering the foundation’s or corporation’s

philosophy, a group can then shape its proposal to best fit that philosophy.

After the homework stage, the next step is to contact the specific foundation or business identified. The initial
-contact person at a foundation may be its director or a staff member. With a corporation, ask for the name of the

person -responsible- for contributions. Or, a second contact within a corporation may be the directors of an .

employees® contribution or service committee.

Making Contact

During the initial conversations, several areas should be covered. First, you must establish that your coalition is
a nonprofit, tax exempt corporation since such characteristics-are required in order to receive funds from the

‘private sector.

Second, your sense of your program’s worth must be conveyed. Be ready to present infactualtermsth. number
of persons who are in need of your service and why, what your program offers that is unrque, the number of people
you have served already, and specific details about what has been accomplished through receipt of the service. This
array of 1nfcrmatron should not be lengthy, but must convey a rational justification for receiving a grant or
donation.

Finally, there are a number of questions you will find helpful to ask:

1. Does this foundatron/corporatron provide general c¢..erating support grants or does it prefer fundrng
specific projects? General operatrng support means the funds can be used for the present parent project
and the general budget. If it funds only specific projects, you should describe several specific projects for
which you are seeking funds. Before calling, be sure to set prio-ities for your list of specific projects. You
might then suggest these as examples that you feel need to be funded. The foundation staff person may
comment on how appropriate theyfeel-the specific project may be for foundation support.

2. Are there written gl'udellnes for grant proposals? If not, ask what the length and format of your proposal
should t.,<how many copies are needed, and to whom you should-send them. Most foundations and
corporatrons do not want long extensive grant proposals. Grant request guidelines are often included in
the organization’s annual report.

Would it be advisable to meet with the staff person or the employee volunteer committee? It's often
‘helpful, but not always necessary, to develop a relatxonshlp with a staff person from the foundatron or
. corporation. Do e . R
4.  What is the timeline for grants? When are the grants due? Some foundations review grants every month
_.others four times a year, and some only once a year. P VD
5. What is the usual amount of funding given for similar projects? Does this foundatxon/corporatron fund

s .,_projects for $1,000 or would the staff person recommend submittinga grant for $10,000? It is important to
know. the limit for-grants from any source, since proposals which exceed the limit may be rejected

N automatxeally In'some cases, if the total cost of a proposal exceeds the grant limit, you may be offereda -

- matclung grant, or the project rnxght be funded for a shorter time period for less money. On rare
-occasions, you may receive more money than you ongxnally requested. This has happened to PACER
~-twice recently. In one case, PACER was told that a corporatron had a $5,000 grant limit. After presenting
PACER needs to theemployee committee, the commrttee decidedto allocate what was actually requxred

2

. for the: project an additional $3,000. .- " seng s e, 2T ML .
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6. When will the grants be considered? Knowing when the board or group meets will give you an idea of
when you will hear about the proposal. Also, you then can ask when it is appropriate to call back and
~learn the results of the meeting. . .

A Dou tbé cbrporation view it as i:elpful if its employeés are involved in the parent coalition? (;ne of your
board members may work for that particular corporation or some emplcyees of that business may have
-attended your training workshop. You could mention such ties 15 the staff person during the initial

contact, and again in the proposal’s cover letter.

Employee lnvélvgnié,nt . . . ,

Many corporations tend to support groups that benefit their employees or in which their employees are involved
‘as volunteers.* The board of directors of your parent coalition can be an important source of information and
support for private sector funding. i€ an employe is a member of your board, more weight may be givento a grant
proposal submitted to that corporatiorn:;In ad.ing new meinbers to your board, it might be advisable to look to
people who are employed in corporations. . .

In addition; many corporations may inquire if your coalitio has served any of their employees during the year.
A method of documenting this information can be developed by parent centers. During the last year, PACER
Center has been asking parents who attend workshops to help by answering a survey and returning it at the end of
the workshop. The survey provides information to PACER about where the parents or members of their families
are employed. These simple surveys are used in two ways. The first is to document to corporations that a certain
number of their employees have recently used PACER services. A second is to learn about businesses, through
‘workshop participants, who might be receptive to PACER's request for assistance. Contact PACER fora sample
of this form. :

Written Proposal

After the initial contact, either by telephone or in person, thr usual procedure is to submit a written grant
request. A useful guide, entitled “Program Planning and Proposai Writing,” by NortonJ. Kiritz, is available from
the Grantsmanship Center, 1031 South Grand Avenue, Los Aiigeles, CA 90015,

The followirig guide may be helpful in preparing your grant proposal:

1. A cover-letter: this is usually one to three pages long and gives a summary of the proposal and a brief
. explanation of your organization;

2. Anintroduction: state (a) the amount of funds you are requesting and what they are for, and (b) the history of

your organization: explain how-you started; whom you serve, how many you serve, the geographic area of ,

your project, your credibility, and what you have accomplished for the last few years;
The specific problem that you will be addressing;
‘Documentation of the need for the proposed project;

List of-program goals;

A O B o

- Methodology: explain the method for achieving the goals. Describe how many people will be served and how
many workshops will be held; ;

7. Evaluation: explain how you plan to evaluate your project. PACER often includes a previous evaluation
report in the appendix to demonstrate that parent training has beun beneficial; .

8. Budget: prepare a detailed budget if you are seeking funds fora specific project. If you are requesting funds for
general operating support, a detailed budget is usually not required. However, in the appendix include your
organization’s current operating budget as well as your projected budget for the coming year;

* NOTE: The Corporate Support Program Research Project conducted for United Way of America sarveyed
corporate giving in 1981. Their study indicates {uat the prime motivation for corporate giving is ~enlightened
self-interest.” Ninety percent of the corperations that participated indicated that potential benefit to employees
was a very important consideration if: détzrmining how much and to whivia they gave; eighty-five percent rated
employee involvement as important..{A3 reported in Giving U.S.A,, 27th Annual Issue, 1982), -

+ -
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9. Other sources of funds: it may be useful to explain your organization's funding sourcesin the cover letter or in

the grant proposal itself. Today corporations and foundations look carcfully at ways organizations have .

become efficient and self supporting. For some foundations, it may be beneficial if you can document that
your parent group initiated'a fund raising campaign from the people you serve or charged fees for some
* services. Foundations understand that parent coalitions cannot become totally self supporting, given the
nature of the people they serve and their role as a coalition. In the appendix you should list those corporations
and foundations you have applied to for fuads and those that have funded your organization in the past.

10.. Appendix: include the following:

® Names of board members and vitae of key people in the g.coject; .

o IRS 501(C)3) form; VA

® A certified annual audit;

® Letters of Support. These are letters from parents you have helped, leaders of disability groups-and
emplojyees of the corporation which attest to the need for the program and to the respect you have gained in
your community. Letters from disability groups should clarify that you arein coopcration with them rather
than in competition, and that you do not, in any way, duplicate the work that they do.

Cc;ordinatjon

‘One of the many strengths of a parent coalition that may appeal to potential funders is its cost effectiveness — it .

provides trainiq; for all parents of handicapped children in a given area, regardless of disability.

After the Grant Proposal is Submitted, What Do You Do?

After the grant proposal has been submitted, be sure to call the staff person oremployee from: the foundation or
corporation that you originally contacted. 1t is often helpful to call five to ten days after the proposal was mailed,
tosee if it was received and if the staff person has any questions about it. Several telephone calls may be necessary
until you receive written or oral notification of the results of their. review.

Conclusion

Many businesses and foundations have a limited amount of funds to distribute to organizations. Some
corporations tend to fund those organizations that they have always supported in the past. A pasent coalition may
have to submit proposals for small amounts of funding to many organizations rather than expecting one to
provide substantial funding.

We have definitely learned that securing funds from the private sector requires time, energy and a commitment
to the needs. of handicapped children. However, the rcquirements are justified by our conviction that parent
training does help handicapped children, and must be available to their families. Creativity and perseverance can
help you and your organization be successful in the highly competitive world of private sector funding.

For additional information, and for sample forms, contact PACER Center, 4701 Chicago Avenue South,
Minneapolis, Minn. 55407, or (612) 827-2966. .

UNITED WAY FUNDING
INTRODUCTION: INNOVATIVE PROJECTS

There are two avenues for acquiring United Way funds. Traditionally, organizations receive funds by obtaining
membership in their local United Way. Once admitted, they are usually able to obtain funding every year. In
addition, United Way agencies in most large urban areas have instituted ways which allow non-traditional,
emerging organizations to receive funds through grants for innovative projects, regardless of whether these
organizations are United Way members. . - -

We recently spoke with two parent centers, The Southwestern Ohio Coalition for Handicapped Children and
Team of Advocates for Special Kids, who have obtained United Way funding. They explained how United Way
operates and told us their success stories. ., .. ... ' :

.
T R I i -~ N N e

"Team of Advocates for Special Kids (TASK) received lstart-ﬁp funds from the Innovative 'Projects Grant
Program developed by the United Way of Orange County, California. Jean Turner, who serves on the board of
directors for TASK, encourages parent groups to find out if their local United Way has a similar program.
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“The Innovative Projects Grant concept,” she informs us, “has been adopted by other United Way agencies
across the United States and is a source worth exploring, especially since parent centers offer services which are
indeed innovative and non-duplicative,” Ms. Turneradded that, for those parent groups whose local United Way
- is unfamiliar with such programs, United Way of Orange County is willing to share its guidelines and policies to
assist them in developing a similar program. Inquiries should be addressed to: Dr. Paul Stpulveda, Director of
Government Relations, United Way Nqnh/South, 3903 Metropolitan Drive, Onnge.'Cglifomia 92668.*

The southwestern Ohio Caalition for Handicapped Children, followingthe more traditional approach,is in the
[process of becoming a member of its local United Way. Elizabeth Britten, the coalition's executive director; and
her staff, describe their experiences and offer suggestions in the following “Individualized Educational Plan”

(IEP)—a format with which most of us are familiar!

IEP FOR A SUCCESSFUL MEMBERSHIP APPLICATION ™9 THE UNITED WAY
" + Staff, Southwestern Ohio Coslition for Handicappea Children

Preseat Level of Paszut Center Functioning

Parent Centers represent a relatively new concept in citizen involvement and advocacy which is not universally
known. At the same time, to be most effective and to realize their long-range goals, parent centers need a broad
base of community support.

Local Options

Private corporate and foundation funding usually does not include general operating costs. In addition, these
grants are often limited to capital funds or to one-year special projects.

Public t:undinrrequim completion of a formidable application process every year, with small guarantee of
success, and'it is rarely continued on a long-term basis.

The United Way system represents a rire source of ongoing operating funds. In addition, Unitzd Way support
represents an endorsement of legitimacy and value by locai community leaders which lends high czedibility with
agencies, businesses and other possible future funding sources. United Way does require.participation in time,
energy and patience in order to comply with their stringent regulstions. However, oncea project is accepted by th
United Way, it is eligible for their internal ongoing support services.

Goal
"Submit a successful application for membership to your local United Way.

Short Term Objectives
Before Application

1. Observe other organizations your local United Way approves, and work to establish a rapport with some of
them.

2. Spend energy meeting staff and committee members at meetings and other functions. Remember, the persons
who make decisions in the United Way system are volui..cer board members. Staff members are also
important to know because the way they present your information will influence the volunteers,

3. Obtaina full set of currentlocal United Way membership requirements, annual priorities, written reports, and
recommendations. Examine them carefully for insight as to the best way to describe and present your
‘program. For example, our local United Way would not fund “Information and Referral™as they had their
own service. There.was no local category for “Advocacy” per se, and “Community Education” had a low
priority. They did have a higher priority for “Counseling,” which included supportive counseling (peer
counseling) the year we applied. Therefore, we applied under that category. Since that time, we have been
instrumental in assisting the organization to develop a definition of advocacy. “Advocacy for the Disabied"
- subsequently became a locally approved category and we were able to change vur application accord’
(The National United Way program guide does have a category for “Advocacy"). - '
. . O Gt N A Ll - M YA -
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* NOTE: Since the United Way only funds locally; please do not s«:ndw >g"1‘~qnt b;opésals‘ ﬁnles; you meet that
‘requirement. . 3 .
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4. Find someone in your community who knows how your local Unitéd Way functions. Use that person as a

resource in developing your application: (We enlisted a master’s degree student in Community Planning who |

had worked at the United Way). ‘
‘During Application.

-

I Submit a convincing first draft application. Show that without United Way support the citizens of your area
would be denied this crucial service. United Way will ask for minimal information at first. However, you will
be screened in or out.on that material. Your goal is to get through the screening process to the volunteer

.committee that makes the recommendation. .

2. Do not be discouraged initially by printed requirements. Get to work and sell your program. If your
application is convincing, you may be able to negotiate some standard requirements. We were able to obtain
tempcrary waivers on annual aud't, detailed reporting on client characteristics, and fundraising requirements
after we had an opportunity to demonstrate the uniqueness of our service to families of kandicapped children.

3. Present your case professionally. Most of the volunteers will be from the business community,-and will be
interested in facts: previously demonstrated effectiveness in concrete terms. ’

4. The United Way system looks favorably on “coordinated community resources”. Denionstrate how you work
with other agencies for.mutual enhancement. Get strc..g endorsements from lay persons.

5. United Way will not-fund programs belonging to the public sector, such as public education. Demonstrate
how your service is not a duplication of what local education agencies are mandated to do. Whether they doiit
or not is inconsequential.

Annual Review
1. Fill out all forms. Write thank you letters. Respond to all suggestions in writing.

2. Maintain contact with your volunteer committee ciiair and liaison persons..Seek assistance as needed with
volunteers and staff. ’

HOW TO RAISE MONEY PAINLESSLY THROUGH PUBLISHING*

Charlotte Des Jardins, Executive Director
Coordinating Council for Handicapped Children

As a parent center which has been scrving parents of handicapped children for more than twelve years, we
stumbled upon book publishing as a relatively painless way to raise money.

I say “stumble” because making money was not our intentior: when our volunteer parent coalition took its first
publication to the printer in 1969. We printed it because there was nothing available at the tinie to inform parents

of the special education rightsof their childien. Our first publication, Your Rights As Parents of A Handicapped
Child, was probably the first rights handbook in the country.

Since public school officials and other public agencies were not making this information available, we decided to
take the plunge and do it ourselves on i volunteer basis. A public school psychologist wrote the booklet after
researching state rules and regulations, with the assistance of a legal aid lawyer, a Vista worker, and myself. When
it was completed, public school’and university officials reviewed it for accuracy.

At the printer’s suggestion, instead of:having’ the manuscript typeset, we typed it on an électric typewriter and
brought it to him “camera ready” for offset printing. The total printing cost for 2,000 copies of the twenty-page
booklet was $200, only ten cents per copy. }

-Although we had planned originally to distribute the booklet without charge, we eventually decided to charge
twenty-five cents per booklet. We thought this increase would bring in extra money; we had not counted on the
hidden costs of postage, envelopes, and promotion. . . < %

Duyihg the next two years, we published the 222-page, sbiral-bound -Cuide to Ser;ices for Handicapped
Children, which sold for $1.50, and a 92-page manual enutled, How To Organize An Effective Parent Group and

Move Bureaucracies, priced at $1.00. The small charge for each book covered only the costs of printing and
distribution. .

* NOTE: An expanded version of this article is available upon request from-Coalition Quarterly.

-----
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‘Meanwhile, by 1976, our original rights handbook went through three reprints and grew from a twenty-page
booklet,to a ninety-seven-page book. It cost;$1.00 to print:and.sold for $2.00.

) Qv;r the-next few years, we updated both our Guide to Services and our bestseller, How to Organize An

Effective Parent Group and Move Bureaiéracies. At the same time, we introduced a companion bestseller, How to

Get Services by Being Ass. tive. Each of the bestsellers sold for $4.50 per copy, including postage. The price was

recently increased to $5.00 per copy, plus'$1.00 for,postgge and handling.

Iri 1982; we are nétting appi'oxima;ely $15,000 a year from our books. It's not a large sum, but it helps finance
some of our activities. L

In order to make that kind of money, we have to promote our books constantly. We include book brochures in’

. every-mailing. We bring our books-and brochures with us to meetings, especially to those meetings wherc we are

making presentations. We distribute brochures at every conference on disabilities which is held in our:area. We

write frequent ‘promotion letters to newsletters--of disaviiity organizations, parent groups, protessioral-

.organizations, and"to'thé local media.
Tips on Publishing As a Means of Raising Funds:

I. Look around your office. Some of the material you havealready written, which you are now givingaway, may
be saleable, cither by itself, or combined with other material. °

2. In developing written materials, think about the requiests for information your office has received. Some of it
may be saleable in written.form. .

3. Write in a simple, factual style. Make it casy to read by organizing the information in block form or outline
style. with clear headings. .

4. ‘Always include narties, addresses, and phone numbers of other orzanizations that can provide additional
information:

5. Have others, including experts from outside your organization, review an early draft iri order to improve the
material and assure its accuracy.

6. Do not count on getting it all, and getting it perfect the first time. Write it over and over again, and have your
reviewers review each draft until it is the best you can possibly do.

7. Get estimates from several printers before you commit yourself to one. Find-out where other non-profit,

‘organizations have their printing done, and the cost. Ask to see samples of the printer’s work before you make
a.commitment. .

8. Be optimistic, Remember, you will get a much better price with large quantities. Find out the cost in quantities

of 1000, 2000,{@00, 10,000. Try to figure how much you will need for at least two years. Remember, printing
costs will keep going up— never down. If you only print enough to last six months ora year, youmay run out
while your book is selling its best. You will lose customers, and you may have 1o pay twenty-five to fifty

percent.more for the next printing.

9. When you fix the prices of your book, remember those hidden costs: envelopes or book casings, postage or
shipping, promotion, and all thuse copies you will need to give away to reviewers, the press, and to heads of
large organizations that you hope will buy in quantity.

10. In order to break even, you need to charge at least double the printing cost. If you want to make extra money,
you need to charge three to four times the-printing costs.

11, Ask other organizations about their publishing ventures and bcﬁeﬁt from their experiences.

12. Investigate special marketing workshops which provide technical assistance to programs funded by the
Department of Education, Special Education Programs and Rehabilitative Services. LINC, Inc., for
example, assists such organizations in developing a marketable product for publication, and assists in linking
them with potential publishers. Further information can be obtained from LINC Resources, Inc., 1875 Morse
Road, Suite.225, Columbus, Ohio 43229, 614/263-5462. . . ' ,

13. ‘Promote your ppblicqtions'ét'gvery opportunity. Distribute at least 5000 brochﬁr;s in the first year through
~ mailings, meetings, confel:enf:c§, and newsletters of other organizations. Remember, the number of sales you
.make will be in direct pro,.ortion to the amount of promotion you do. ’ .
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14, ‘Include a cut-out order form in the booklet itself for éasy reorder. Also include your brochure with every book
i yu send out.

Remember, when you go into the publishing business, you will not only make money painlessly; most important
of-all, you will be providing a valuable service. '

" RESOURCES

B The Foundation Center, 887 Seventh Avenue, New York, NY 10019, is a national service organization which

provides authoritative information on all aspects of foundation giving. There are dozens of regional collections of

Foundation Center publications. For more information about this program or for the name of the Center’s library
~coller*ion nearest you, call toll free (800) 424-9836. .

. 1'{1c Grantsmatiship Center, 1031 South Grand Avenue, Los Angcles, CA 90015, is a non-profit educational
3 institution which conducts-seminars in all aspects of grantsmanship, program management and fundraising. In

addition to the Grantsmanship- Center News, they publish a comprehensive series of reprints on non-profit
program management: .

A fquhdati_oxi’s own published annual report, when available, is the best single source of information about its
activities. You can write to a foundation to find out if it publishes an annual report, or chéck the Foundation
Center directories listed in the Bibliography.
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New York,.NY 10004, 1982,
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“Researching Foundations, Part II: The Big Search,” the Grantsmanship Center News, The Grantsmanship
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Where America’s Large Foundations Make Their Grants, edited by Joseph Dermer. Public Service Materials
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Follow-Up Assistance

If information contained in this-issue stimulates further questions or a need for more in-depth information,
please call or write to us at the Federation for Children with Special Needs. We will do our best to provide you with
: the assistance you need. Please contact: i Y
o Janet Vohs, Editor .
: x Phone:-(617) 482-2915
\‘ v
ERICru.s. covernment-princing osescs : isss ~mr1sesto 3] 5 8 :

wll Toxt Provided by ERIC

£t it o it o i g v et o & e




D A

oS R T M IR
s

A Publiulion Oﬂeﬁug Speculized Mmgemenl Information
for Orgmluaons Servmg Hamﬁnpped People
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FUNDING PART ll - GOVERNMENTAL SOURCES
INTRODUCTION ‘
Thns xssuekof Coolition Quarta‘ly dscnbw funding sources through federal. and state ‘government

~dxsab1htm “The ﬁrst art:cle, prepaned by the editor, oﬂ'ets general gmdehnw for 1denufymg federal fundmg
-sources. A second»amcle written by ‘the coordinator- of the National Networ’: of ‘Parent Caalitions,
-describés-two: major sources of fedéral funds for parent: -coalitions: the Personinc! Preparation program

administered by Special Eduoatxonrl’rograms, -and the Developmental Disabilities program; which has both
a nauonal dmeuonary funding program and a. fundmgprogramthat:s admmnsteredmuchstatebya
citizen: phnmng council. A third article, prepared by the editor, lists potentul state-based funding programs,
and the fourth article, submitted by the director of the parent center. in South Bend, Indiana, describes that
center’s: experience’ with-one éxaiaple of state- fundmg This issue concludes, with a glossary of terms
commonly encountered- in the.process of securing governmenit funds and a bnbhogmphy of additional
sources of information..

Applying. for: government. funding- in" dves pnncxpla 'similar to' those outhned in ‘the amcles .on

foundation fundmg in. the Fall 1982 issué¢ of Coalition Qmmtly, “Funding: Part I, Non-Governmental

Sources.” Two. steps, in parucular apply.to all. aspects of grant seeking - the need to identify those. funding
sources that share._the applicant’s concerns, and the need to tailor the request for funds t~sthose specific

priorities:

FEDERAL FUNDING

Programs to be supported by public. money must be authorized by legislation and must conform to the
requirements of iinplementing regulations. Agencies of the federal: govemmcnt, therefore, require detailed

formal applications that meet the parucular rcquu'ements of that agency’s. legislative- authorization,

regulations, and. priorities: Instrucuons appearing in, the government’s application packet must be followed
to the letter. Late or incomplete applmtnons usually are automatically disqualified. Timeliness cannot be
overemphaslzed frequently, the receiving office literally locks the door at the time und day publistied as the
deadline.

Applymg for government funds seems formidable, and often is. What is reqmred isa willingness to gather
the-necessary information and then seek out.the technical assistance that is available. In addition to the
pubhcatlons described below, staff members at the government agencies are invaluable, willing sources of
help. In addition, assistance is available through this project staff and-through mdmdual members of the

Natnonal Network. of Parcnt Coalmons

44444
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:Sources of Information

Thie Catalog of Federal Domestic ‘Assistance is a compiehensive directory of federal assistance programs.
Published: annually in the spring with a- six-month- ‘update, the Catalog. explanns each federal domestnc
assistance. program and: helps an appheant locate units in the federal agencies which have made grants ina

partlcular aréa of interest. It lists the agency and departmcnt resporisible for- the program, its’ legnslatwe
basis, the kind: of assistance provided, chgrblhty requrrcmcnts application and.award-procedures, and

appLeablc rcgulatrons and guidelines. It also identifies a person to contact for more mformatnon and refers,

to related programs,

Once a, promnsnng program has been located, a grant application packet should be requested from the
contact persun, by:telephone to save time. The contact person -will be happy. to answer questrons after the

uappheatxon packet has been- reviewed; while the appheatron is being prepared. This personal assistance has.

proven to be- mvaluablc to parent coalitions; not only in developing their apphcatnons, but also.in
implementing thc pro;ects -after- fundxng has ‘been. secured.. Generally, :contact persons: will provxde
-mformatron and asmstamc on questions of prowdure ansrng from the packet after the competmon(s) have

comment on the: quahty of ldcas to-be: proposed in"the apphcatron

Two daily publications: update the: Catolog with information about new programs. and-important:

program changes. The Federal Reﬁlter gives current mformatron ongrant programs, mcludnng appheatnon

procedures and . decdhnes ‘Commerce Business Daily lists- all contracts that the ; :deral:agencies plan-to

award.

The United States Governmeént [Msnual-is-another source.of information that can be. used.in tracking
‘down federal. programs. it-lists U.S. Government. Aagencies,. their programs, and key officials.

The above publications can be ordered from the U.S. Government Pnntmg Office,c/o Supenntcndent of
Documents, Washington, D.C. 20402. Thcy are also availabie-in state law libraries, librariés-of: major
universities:or’ collcges deposxtory hbranec in_each congrecsronal dnstnct, Regional:Foundation Center
’Lnbrancs, and most public-libraries.. For the nearest Foundation Center Library, call. (800)424-9836.

Another hclpful ‘resonrce is the. Federal Assistance Programs Retrieval System (FAPRS) a computer-

:based information program of sources of federal furids that is maintained by the Office of Management and:

Budget. FAPRS is largely based on the information contaxned in the Catalog, butitis updated much more
frequently.- An information packet on FAPRS, which includes.a list of access points in various cities, is
available from: cheral Program Information Branch, Office of ‘Management and Budgct, 726 Jackson
Place, NW, Washington, D.C., 20503.

Grants and Contracts

The-federal governmcnt disburses funds directly to organizations either through grants;or through
contracts. It is rmportant to be aware of the differences between the two funding mechanisms because they

mﬂucncc certain aspects of the proposal (submltted for contracts) or the apphcatnon (submitted for grants)-

as well as the manner in which recipients must manage:the funds.once they are awarded.

In a contract, the government buys something it wants. The government states exactly what it wants done
and lays out the specific tasks and timelinés required to'meet a  need or solve a problem as it is perceived by
.the government. Contracts require an end' product. For instance, the government might solicit bids for a
contract to produce 40,000°ball bearings to-be used for 1 ,000 pairs of roller. skates, to be delivered by
December 1, 1983. Normally, the lowest. dollar amount-in the timeframe alloted: wins. the contract..

‘Grant programs, on the other hand, are the government’s efforts to respond to needs that are identified by
specialists outside the government. The agency applying for funds develops the specific ways to meet. the
need or solve the problem and the govcrmnent agreesto assist the appheant agency with meeting the need. A
'grant is often descnbed asa condmonal gift” in-which there is no requirement to produce, but rathcr a
requirement to perform in accordance with the. terms and conditions of the grant. The recipient agency puts
“forth-a “best effort” to meet the goals and-objéctives that have been established.

For example, in résponss: to.the needs expressed,:the government mrght solicit grant apphcatnons for
demonstration projects designed to incréase mainstreamed recreationai-opportunities- for childres with

special needs. Apphcants arefreeto propose their own methodology, their own ideas, about how to meet the.

need.One organization may propose to train volunteers to assist children with special needs at public roller-
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- -skating rinks or to setupa big-brotheér/ big sister program focusing-on learning, recreational, and training
-experiences:that ‘might inciude:roller skating, bowling, movies and field trips: Another organization may
propose to'train the operators of ski}tin‘g rinks and bowlingalleys to be sensitive to the néeds of handicapped

children. :
- ‘Following are some other importaiit differences between grants and contracts:
' Contracts. Grants
© Proposals:for ‘contracts afe genetally due 30 * Timéiines for grant applications vary widely,
days tfterthe mquestxor proposal(RFP) sometimes as long as 90 days.
has;been announced-and bids solicited. ® Applications for. federal grant programs are
¢ RFPs for contracts are:announced in the announced'in the Federal Register.
Comlldneubdly ® Grants can take as:long as six months from
®- The award:process for contracts is usually application deadline to award notice:
»fm;mgq-thft:for;ggnu. * ‘While'preparing a grant application,
-o° While preparing & proposal for a contract, applicants:may discuss:the project with the
‘the applicpﬁi~glay~\cglghnhicaté, only with program office staff of the fundingagency,
the contracts office staff responsible for. the- as well as the grants officer. B
fiscal management of the project. e Justification of ne¢d is an important part of
© Contract proposals'do‘not have:to justify- grant applications. A
need‘because the contracting agency has e Grant appiicaiions-ususlly. include léiters-of
Iréady éstabiished-the need : S‘r::; gf:phqunons,usually include letters-of.
i 'COHW‘PIOM usually do not include: * -Grant applications give more freedom and
‘letters'of support. flexibility-to the applicant in designing the
e Contentsof the piogosal for a contract are program.

© specified by the government in the RFP.
MAJOR SOURCES OF FEDERAL FUNDS FOR PARENT CENTERS
Martha Ziegler, Coordinator, National Network of.Parent Coalitions
" Training Grants, Division of Personnel: Preparation :
‘During the last siX years, coalitions “parents of chiidren with disabilitiés have relied heavily on training
.grants through the Division of-Personnel ‘Preparation (DPP), Speciai Education Programs (SEP), U.S.
Department -of Education; for the basic funds: required- to-operate information and training centers
Recently, the department has revised the DPP regulations in a way that should facilitate greater access to
these funds by-parent coalitions, Instead of competing in the same pool with universities ‘and professional
-organizations submitting grants for teacher training programs, as in the past, parent coalitions:will now
compete in a separate categories for training of parents and volunteers-only.
The-ovcmll'requirgmqntg ‘and format for these grants remain the same as before:
I.-Care il documentation of the need for the training project, including: reference to the
training:priorities in the training sectionof the state’s.plan for implementing P.L. 94-142.
2 Relaﬁonship«of»the;plgnﬂqd' program to the'¢ducational needs of handicapped children.
3.. A well designed plan of implementation of: the project, including clear objectives and the
.planned.use of personnel and;other resources.
4. Detailed descripiivn:of the:program content, including the competencies to be achieved by
the trainees and the niethods, procedures, techniques, and' instructional media and
‘materials.to be employed,
5. A plan for evaluating the:éffect of the training program.
6. An evaluation design.
7. Q‘u4alifl'ic;‘gtii)‘;'|sT of the project director and.the other key personnel and indication of non-
discriminatory employment. practices,
8. Adequacy of:the resources (facilities, equipment, and supplies) to be.used for the programi.
9. Contributions of time, expertise, money, and goods from sources other than. the grant.
10: "Itemization of: budget, ‘budget 9xplana;ion, justification, and demonstration of
reasonableness, adequacy, and:cost ¢ffectiveness of the fprogftd' budget..

3

A




BT A v - - . - = N . . v .
FOU ) ' w’ R VY

Each fiscal year, Congress appropriates moriey for this program (Training Personnel for the Education of
the Handicapped) as one of several discretionary programs.to be implemented by SEP ona nationwide
.basis. Forthe current fundnng :period, 49.3 million-dollars has been allocated by Congress for Personnel.
Preparation. As of this; writing, a.similar total is.anticipated for. the next funding yeat; of this total,
:approxnmately $3 5 million has been earmarked. by SEP for training parents and vclunteers each year.

an official packet “New Apphcatlon for Grants Under. Tranmng Personnel for the Education of the
Handncapped, avarlable free of charge from the Drvrsron of Personnel Preparation, U'S. Department of
Education, - Spectal Education Projects, Washington, D.C., 20202. Usually, this booklet. is published. in :
August and new- grant applxcatlons are duc by a well-pubhcrzed date in October or. November (ln 1982-83 R
regulatrons for the program.) / An apphmt must secure a copy of the ofﬁctal application packet and follow
the instructions. metnculously in preparing the- grant apphcatlon

Criteria to be used by the, panel of reviewers when readnng the applmtnon aredescribed in theapplication !
‘packet. It is wise to make certain, thateach questron is ariswered, even thougli the response may appearto be ;
“not- apphcable v i

Staff members of DPP have. been very helpful to parent coalitions when they have decided to submit ,
‘apphcatrons under this program. Ir: addmon, as coordinator of the. National Network of Parent Coalitions, o

technical assistance (though.not proposal writing) is available through the Federation for Children with ¢
Special Needs.
Developmental-Disabilities Grant Program 7

The second source..of government funds most attractive to parent- -coalitions is' the-money allocated .

through:the - Developrnental ‘Disabilities- Program, a division of Vocational Rehabilitation. A relau»ely K
small amount of money is awarded through grants at the national level, theseare announced annually inthe
Federal Reglster, with a dcscnptron of thé DD agency’s funding priorities { for the year. A- larger amount of
‘DD money is distributed-in each’ state, through the-DD -planning_council for. the state. Several parent
coalitions have supplemented their activities with state DD grants. The Federation for Children with Special
Needs, for - example, is .now implementing its second .DD grant to train lay persons to represent
developmentally disabled people or their fa~iilies in adrmnlstrattve hearings. A"parent coalition needs to be
in touch with.the-state. DD: Councrl ‘to’ket_ -currenit on the avanlabrhty of these funds.

Parent centers have occasionally found federal funds in unéxpected programs, The Coordinating Council
for l-landncapped Children, Chicago, Illinois, is 1mplement1ng a grant from the Office of Juvenile Justiceand
Delinquency Prevention, U.S. ‘Department of J usttce, toruna dehnquency prevention program focusing on
advocacy, peer support and counseling, and awareness activities in the public schools.

STATE FUNDING

Staté- departments of education, health, mental health, welfare, juvenile justice, and others are all
potential sources of fundmg for the work of parent coalitions. Several centers have secured state department
of eclucation grants to run pro_rects for surrogate parents, prepare booklets onspecial educationfor parents,
+help conduct the state’s child fina activities, and operate. advocacy programs for adjudicated and
nncarcerated youths with handicaps.

It is important to be familiar.with the state plans required under certain federal programs, because these
are hkel y to highlight the state’s own priorities, which may well mesh with the goals of the parent coalition.
P.L. 94-142 for example, requires that each_stote. .implement a Comprehensw" System of Personr.el
Development (CSPD) as part of the state plan. Ifthe State Educational Agency hasincluded parent training
as one of the prioritiesinthe plan for pérsonnel developmem ‘the parent coalition will want to assist the SEA
in implementing that priority, either by applying for SEA funds or by referring to this priority of the state-
plan when.applying for federal training funds, as required in DPP applications.

‘Expériznced .parent centers have learned that it. is worthwlule to be on the mailing list for grant
announcements:for each of the educatiof and-human services agencies in the state:

The following article illustrates how one- parent center succeeded in idéntifying a state need and then
‘helped the-State Department of Education implément a program. X
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~ :ONE CENTER’S EXPERIENCE
‘~Sally "!amburg, Diréctor, Task Force on Education for the Handicapped

Followmg the passage of P.L. 94-142, the Task Force on Ediicatinn for the Handicapped, a parent center
in South’ Bend, Indiana, approached Indiana’s Director of the Division of Special Education and offered to
research the surrogate parent provision of P.L.94:142 and to designa planfor lmplementmg itinIndiana. A
Task Force volunteer.studied the provision and: wrote a proposal for a pilot project that would establish
rsurrogate,parent progranis in South -Bend: and the surroundmg school districts.

'I’he Dms:on accepted this ‘proposai, with minor- revxstons, and, in 1977, -established the Indiana
»Surrogate Parent’Program, to be adrmmstered by. the Task Force Followmg the completton of the pilot
provnde mformatxon and assxstance to: local school dnstncts and other educatton providers in- tiaining and
.assigning surrogate parents. At least 75 percent of each state’s funding allotment under Part B, Education of
the Handicapped Act, goes to-Local Education. Agenctes (LEAs) who submit applications for these funds.
The remainder of the Part’ B funds i is‘used by the State Education Agency (SEA) for administration‘of the
Act and for. dnscretxonary programs,: ‘sich.as. the Surrogate:Parent Program.

The suécess.of the Task Foree ifi obtaining funding from thé SEA can be attributed to a combination of
the following factors:

U Tlming = The first Director of the Task Force thoroughly examined the regulations for P.L.
94-142 prior to its actual nmplementauon, noted the surrogate parent requirement (for whick no
states had as yet developed policies or programs), and':mmediately approached the SEA with the:
idea of designing a-plan for fulﬁlhng the requtrements of that. provision.

‘e SEA Adminisirative Responsibilities -~ The: SEA's. Division of Special Education had
insuffi ctent”admtmstrattve personnel to devote the person-hours necéssary to research fully the
provision.and desngn a program:that- could be qutckly developed for use by LEA.

L *Credlbility of the Task Force: — The Task Force, begunas a volunteer organization in 1973, had
-developed-a- workmg relattonshnp with administrative personnel in both the LEA in ‘'South Bend
-and the: SEA in Indtanapohs Thie Task .Force: volunteers, - many. of whom later became staff

membets, wc re well informed parents who had been invoived in parentadvocacy groups and had
demcnstrated their. ability.to work-as partners with professtonals to achieve quahty services for
'handtcapped children, The Task Force further established its credlbthty when it was awarded a
~ contract by the thén Bureau of Educatron for. the Handncapped in 1976 to set up one of the
original five Parent’ Informatton Center..

] Comprehensive And Realistic Planning — The Task: Force’s 1977 Surrogate Parent proposal
was comprehensive but realistic in scope:: Our origizal pilot program would serve as a model to
determine how.statewide. pohcnes and procedures ould be established.

. ~Demonstrated Succeas — During the piiot project staff demonstrated the ability to complete
the project’s. objecttves

® Need for Complia:’ :. with P.L. 94-142 — The Tast Force, in-administéring the. Surrogate
Parent Program in Indiana, was helping the SEA to comply with the law. The Task Force, under
‘contract to-the Indiana* Department of Public. Instruction, ‘Division of Special Education, has
administered.the Surrogate Pares;t program sinc its inception. Through the Indjana Surrogate
Parent: Program, the Task Force assists publicagenciss to develop and implement local surrogate
parent programs. For 1982-83, the State Sufrogate Parent Office has been funded by the SEA to
prepare additional ‘materials for:parents and LEA personnel on topics related to -parent
involvement:.

Establishing a’ wquin‘g relationship with the SEA-and demonstrating an ability to accomplish tiie work
effectively and efficiently were essential ingredients to the Task Force’s success in obtaining SEA funding.




GLOSSARY '

Authonzmg Legislation— A law that creates a federal program and defines what type of program is set up, who wnll
run it, and how-the program will operate.

CBD —Commerce: m Dadly. (Announces fedéral contracts up-for bid).
CFDA = Catalog of: Federal Dontestic Assistance
CFR —Code of Fedenl Reguiations

Contracts’ Officcr/ Gnnts ‘Officer —The federal person primarily responsible for the fiscal management of project
granu and contracts., This individual is ultimately responsible for all aspects of a federally issued grant or contract.

CSPD—Comprebennve System. of Personne!: Devclopmcnt {(State Plan)
DPP— Division of Personnel Preparation (U.S. ‘Department of Education, Special Education Programs)

ED —Department. of Education

EDGAR—Eduauon Department Genenl Administrative Regulations

‘FAPRS —Federal Assiiance Program and Retrieval: :Systerm

FR~Federal Redmt (Announces federal grant-programs).

LEA —Local Educational. Agency

OHI—Office. for- Handicapped Individuals (U.S. Department of Education)

OMB—Office of Managemerit anc_ Judget.

Pro;eet Gunts—Duaeuonary funding given ouit by federal agencies through competitive grant awards for specific
projects over:fixed periods of time:

Project Officer —Federal person responsible for: the technical programmatic management-of project grants and
-contracts. :

‘Regulation—Once lemslltu)n authorizing a prograin is passed, officizls in the administeringagency develop rules that

spell out exactly how 4 program will operate. (Regulations are found in the Code of Federal Reg:lations and the new
regulations are announced in the Federal Register).

RFP— Request for Proposal, used for federal contracts.
SEA - Staté Educational Agency’
SEP—Special Edication Programs, section of. U.S. Department of Education.
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INTRODUCTION'

"Previous issues of Coalition Quarterly have addressed such management concerns as organizational
and program development, and have pivvided information.on funding sources and procedures for
acquiring funds. This-issue is devoted to ensuring that funds received will ke properly managed. Both
private and publi¢ agericies require that recipients of funds meet certain standards of accountability which
include providing relevant and adr quate documentation of cheir activities and expenditures. This issue
focuses on fcderal government standards since they are generally more stringent than requirements of
private funding organizations. State govérnment standards are similar to federal ones, but since they can
vary in detail, the particular state requirements should be studied carefully. Eve:i recipients of federal
funds should be careful to check the requirements of their current funding agencies, since specific
requirements may\well vary from agency to agency, and program to program,

w

Some more vords of caution. Many of the published operating procedures for managing federal
money that apply to grants and contracts disbursed by the Department of Education were initially issues
when education was still part of the Department of Health, Education and Welfare (DEEW). It should
not- be assumed that publications are irrelevant or out-of-date simply because they have not been
reprinted by the Department of Education. If the contracts ¢. grants officer sends written procedures toa
recipient organization, it is safe to-assume that the.information is still current. There are several key
documents with- which recipients of federal funds should be familiar: standard information- that
accompanies each award notification; Education Department General Administrative Regulations
(EDGAR)!, ior Department of Education grants; “General Provisions for Negotiated Cost-

! Now codiﬁojd;in Title 34 of the Code of Federal Regulations, Parts 74, 75, and 76 as “Education Department
General Administrative Regulations™ “Part 100 a”is redesignated as Part 75, and “Part 100 b™ is redesignated as

Part 7C,

This report was prepared under Contract No, 300-80-0859 from the U.S. Department of Education, Special Education
Programs :and Rehabilitative Services, Special Education Programs. Contractees undertaking such projects under
governmont sponsorship are encouraged to express freely their judgment in professiona! and technical matters. Point of

view or opiaion, therefore, do not necessarily represent the Education Department's position or poticy.
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s

Reimbursement Type Contracts with Nonprofit Institutions Other than Educational Institutions,” for.
contracts management; and Standards for Audit of Governmental Organizations, Programs, Activities,
and Functions, written by the Comptroller General of the United States.

The first article, prepared by the editor, is based on a talk given by Mr. Kenneth Franks, Jr., Chief,
Business Management Branch, U.S. Departmen: of Education. It addresses common difficulties that
newly funded organizaticns encounter when ‘they must quickly learn to implement unfamiliar
administrative and vrocedural requirements. The next article, prepared by Martha H. Ziegler, Executive
Director-of the Federation for Children with Special Nevds, discusses the role of documentation and
internal control in funds management. The final article, by Martha Gentili, Director of the parent center
in-Tacoma, Washington, lists suggestions and reccommendaticns from her vantage point as director of a
program recently funded for the first time. A bibliography of basic references concludes this issue.

ADVICE FROM A PRO

This article summarizes some of the advice given in trainixg workshops conducted by Mr. Kenneth
Franks, Jr., who is Chief of the Business Management Branch, U.S. Department of Education. Much of

-this information was transcribed from a speech given by him at the annual conference of the National

Network of Parent Coalitions held in Washington, D.C., February 1983. Mr. Franks was kind enoughto
supply additional information for this article:

A key message conveyed by Mr. Franks is tiie following: “No matt+r how you may view yourself —
as someone totally committed to improving the lives of handicapped children, for example —the
moment you become the director of a federally funded project, you must completely revise this image of
yourself; suddenly you must view yourself firs! as a manager and administrator, -and second as a
concerned, knowledgeable program director.” The difficulty arises becsiuse most program directors,
including those who head centers operated by coalitions of parents of children with disabilities, rise to
leadership positions primarily because of their expertise in program areas, not because they have fon. 1
tzaining as administrators or managers. Furthermore, the grant applications and the review panels oftefi
place more emphasis on programmatic than on administrative expertise.

‘Luckily, she federal government has available a variety. of resources to help the newly funded
program director make the psychological shift. In addition to such professional staff as grant and
contract officers who are only a plione call away, the government has several publications that can be
added to the library shelf for instant reference following initial study. These documents are listed in the
vibliography on-page five and they are referred to throughout the text of this issue.

In the course of making that mental shift from prog:am expert to manager, another tip from Mr.
Franks appears facetious but may prove to be very helpful; he suggests that project directors cultivate a

high degree of “professional paranoia,” supplemented with simple common-iogic and with some hard

.information. In applying the “paranoia” recommendation, one parent center director suggests that the

newly funded project staff should assume, at the outset, that there will be a government audit; beginning
tomorrow. Mr. Franks agrees that running a project onthe assumption that there will beanauditis one of
the best ways to guarantee good management.

One key requirement for proper management of funds is documentation. Mr. Franks indicates that
on the basis of his own professional experience with federal audits, ..ie following three areas have caused
the most problems and are the source of most criticism by auditors:

1. Contemporaneous evidence to support monies paid to project staff. A staff
timekeeping procedure must be established to verify that each employee did, in fact, work
the time stated on that particular project. The supervisor and employee are responsible
for indicating-the actual hours worked, so-that the amount paid:an employee can be
traced to signed documents. “Contemporaneous™ means that the time sheets were filled
out within a reasonable time after the comipletion of each week's work, not filled out all at
once a year or more later. Many a project has discovered to its chagrin how easy it is for
an experienc :d auditor todetect the fact that documentation has been recorded longafter

the fact. _
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2. Mammmu«mwmmmmm
Procedures for cmploym; and paying consultants are more complicated thar: those for
project staff. An ommutnon must follow required procedures for obiumng and
Adocumenun; consultant services. Consultants can only be hired when there is no way for
existing staff members to do the Job cither because of time hmnutnons or lack of
-qualifications for the task. In some circumstances, at least three bids ust be solicited
before a consultant is hired. A call to the contract or grant officer will answer this
question. If such bids are needed, they should be recorded and filed.

Once a consultant has been selected and approved, a contract with that person must
be drawn up that will answer the following questions: Who? What? When? Where? Why?
How? How much? The contract should indicate whether the fee is all inclusive or whether
per diem, travel, orothercxpenm will be paid aepamely. If some expenses are to be paid
separately, each item should be listed. 'n order to receive payment, the consultant should
submit an invoice that spec:ﬁeo the titne, dates and tasks performed. Probably the most
‘important item necded is some evidence that the consultant did produce something. The
fact should be noted here that the conisultant is under a contract and a contract requires’
an end produc:, rather than a demonstrated-best effort, as required by a grant. The
product need not be elaborate; a written report, or an outline of a:presentation, for/
instance, will demonstrate that the consultant did indeed complete the task as agreed'.

3. Aderwats support documentation for travel. Documentation supporun; tlie reasoir
for the mvel as authorized by the mt or contract, must be included in the permar-nt
file. These records might include such items as a copy of the agenda or printed’ pro;um'
that includes the traveler's participation, or correspondcnce about the tyne of assistiince
or participation provided. In addition, mpu must be submitted a: ‘part. of ithe
documentation file before payment is final

From his pcrspectwe as one of the peopk: charged with final decisions on audit findings, Mr. Faanis
likes to end his training workshops with the followingadvice: “Immediately read and reread the few pages
of ﬁne print that accompany your grant or contract award, or be prepared to- pay me later.”

ADVOCACY SKILLS AND GRANT MANAGEMENT

Martha H. Ziégler, Executive Director
Federstion for Children with Special Needs

In the same way thai a carcfully developed evaluation plan can be an invaluable tool for framing
objectives and pcnodmlly revising a progum. the standards for a federal audit can be used mtema!ly asa
model Tor mmatmg and periodically reviewing the management practices of an organization..

In one sense, federal audit standards are merely a systematic way of mnnteesng that the taxpayers’
money is expended legally; with adequate economy and efficiency, and in a maniter that produces the
program results agreed upon in the contract or.grant that has been awarded. In othier words, parents of

children with disabilities might view the federal audit as a tool for helpingto insure that tax dollars will be

spent aocordmg to law and regulationsin orderto serve s maximum number of handicapped children and:

their faniilies in a program.’ lut produces optimal. benefits for those ‘being served. 'l'herefore. parent
centers might well apply some of the advoacy techmiques to their own operations in or.: r to assure
responsible management. Such competencies as knowledge of relevant laws and regulations, and skills of
timely documcatation apply as much to grant and contract management as they do to securing an
appropriate educational progrem for a handicapped child.

The basic textbook for management cf federaiiy: funded programs is a government publication
called’ Standards for Audit of Governmental Omnlntionc, Programs, and l‘-‘nncﬁons. by the
Comptroller General of- th~ United States, 1981 revision. This- booklet, clearly written in jargon-free
English, should be requirz¢-reading for managers of government funds, especially beginners. It clearly
«_plains several terms thatare often used loosely and imprecisely. The book describes the standards and

.scope of audit.work in such clear, inexorable steps that sound-mansgément practices assume a logical

necessity. Once a manager digests this book, it should be nearly impossible to return io any earliersloppy
habits.
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¢ Two frequcntly heard, dimly understood terms, “audit trail” and “internal control,” take on clear
: meaning and’ lmportanoc in the context of:the Comptroller General’s discussion of audit standards. The
“Yellow Book,” as it is called by insiders, cxplams “audit trail” as the written record of transactions that
document a- systcm of internal control. Systems must be designed and lmplcmcnted that will énable an
auditor to trace a transaction (rental of a typewriter; for example) from its:initiation (a purcl'ase order
with an authorizing signature), throug'all the- mtcrmedsate processing steps (wnttcn bids fri:m. scveral
5 sources, for instance), to the resulting financial statements (inclusion of the cost of typewntcr réntalin the.
: voucher to the funding agency and in the cumulative total of expenditures in the appropnatc line item).

' Conversely, mformanon included in the financial statement must be readily traceable to its origin. In
other words, it must be posslblc for an auditor to track down each transac:ion that has goneinto the total
cxpcndltures for a particular item (equipment renzal, in this cxamplc) and be able to-verify that each
transaction had becn properly authorized'and concluded. Such a trail provxdcs cvxdcncc that the rental of
the typewriter was a careful, legal, properly authorized use:of funds nécessary for the operation of the
program.

: The important element of documentation in-an audit.trail is.the record . of authorization, ngmg
< .evidence of “internal control.” Internal control includes. both adrmmstratlvc control and acciunting
control, and both are systems for documcntmg the ways in-which dccxsxons are made to achieve the
objectives of the. organization and to safcguard the orgamzauou’s assets. In addmon to provndmg anaudit
trail, internal control will guarantee that “access to- assets is - permitted only in accordancc with
management’s aithorization.” For a pérent coalition managing a federal grant, ‘this control. means that
~ the organization operates an internal management system that assigns to a cértain. pefson, and only that
“ person (usually the project. diréctor), the authority- to make decisions about the use of the money
disbursed throughnhc grant. The. audlt trail will constitute written documcntatlon of the: use of that
authonty in each step of each transacti. n, whether purchase of pencils;. payment of rent for office space,
-of weekly issuance of payroll checks. Thus proper internal control and a good audit trail serve to protect
the organ.zatlon and its employces as:well as to safeguard the use of public money.
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. TIPS FROM A BEGINNER
Martha Gentili, Director
PAVE, Tacoma, Washington

Following are some suggestions T wish we had had when we began to implement our training
grant:

1. Hire a'bookkeeper who has some familiarity with federal grants and contracts.

2. Star at the very beginning with a good bookkeeping system. A “one-write” system, which
provides carbon copies of each check on the register, is a-sensible way to prevent copying
errors.

3. Be willing to ask your grants officer for an explanatlon of anything you do not understand.
No mattér-how foolish you may.-think your question is, you can rest assured that the grants
officer has heard plenty-of questions equally foolish.

4. Obtain sample copies of completed government forms (for. example, the 990, cash request,
cash summaries, budgets) from another project with experience.

5. Obtain. sample copies of forms for internal control (purchase orders, travel authorization,
consultant contracts, for- examnle) from other more experienced parent-centers. (Coalition
Quartérly will-hélp_y6u secure these sample forms.)

6: Set up a scheduie for periodic review-of your expeénditures versus your approved budget
allocations and try to 1dent1fy serious over orunder expcndltures This review shoud occurat-
‘least quarterly. If at-any poirt the discrepancy appears to be so great that you think your
ongmal budget:should be revised, consult with your-grants officer for advice.

’ 2 Statts, Elmeér B., Comptroller General of the United' States, Standards for Audit of: Governmental

: Organiutions, Programs, Activities, snd'Functions, U.S. Governmerit Printing Office, Stock #020-000-00205-1,

Q ‘Revised, 1981, page. 68.
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7. Planyour budget so that you can include an annual certified audit by a private auditing firm,
préferably one that has experience with.federal funds and with nonprofit agencies.

8.. One person-should be designated to approve expenditures before the actual expense is
incurred.

9. Know your restrictions upfront, especially with regard to overhead allowances and
‘limitations on fringe bénefits.
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FOLLOW UP ASSISTANCE
Dear Reader,

Your input is important.to us! In ordér to supply you with the information you need, we
need to hear from you. Let us know if you have found the Coalition Quarzerly helpful and how
you have used it. If there are any topics you would particularly appreciaté being covered, please
let us'know that, too. The more responses we receive, the better we can suit the information to
your needs.

Also, if information contained in any of the issues stimulated further questions or a need for
more in-depth information, please call or write to us at the. Federation. We will do our best to
provide you with thz assistance you need. Contact:

Janet Vohs, Editor

Martha Zjegler, Project Director
Federatioa for Children with Special Needs
312 Stuart Street, 2nd Floor

Boston, Massachusetts 02116

‘Phone: (617) 482-2915

WU.S. Government Printing Offiess 1983—405-000
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VOLUNTEERS IN THE PARENT CENTER:
AN ESSENTIAL PARTNERSHIP

Volunteer work is integral to the operation of many organizations serving people with disabilities. Parent
coalmons. in particular, began with the voluntecr efforts of parents to-secure educational rights for their
children with disahilities. Now, many parent coalitions operate centers with paid-staff members.who have
been hired from.the ranks of the original volunteérs. Centers continue to rely on volunteers, both asa way to
xpand the services that the centers can offer;and to empower and inform parents and othcrs who voluntecr.
Thercfore, volunteer programs in thc parent center can-be seen as a service for the center and as a service®
offered by the center.

The rectprocal nature of volumccrmg in the parent center offers an apportunity for a powerful, dynamic
parmcrshxp This issue of Coalition Quarterly describes some current volunteer programs and highlights some
_principles that have proven to be valiable in creating and sustaining that partnership.

VOLUNTEER RESOURCES

There is no single program model for volunteer pamc:patlon in parert centers. Each center has its own way of
integrating voluntecr efforts into the total fabric of its own program goais ar.d objestives. Volunteers have been
draw from the ranks of retired citizens, parerts of childicn with special nceds, CETA workers, university students
(both graduatc and undcrgraduatc). dischled-adults and adolescents, frierds and neighbors, and professional
persons in the community:

Often these volunteer resources giow from mformal contacts to long-term, formal arrangements. For example,
one parent cente’ ‘located nea-several collcgcs and universities, informally encouraged interested college students to
use the center’s llbrary for reséarch projects or term papers waich would be mutually beneficial to the student and
the center. Gradually this arrangement becamce formalized into written job descriptions being submitted to acentral
student placement office. The students could galn academic credit for the supervised work they did at the parent
center, and the parent center provided rescirces that the students would not otherwise have had access to. A
sampling of studcm projects includes performing legislativé rescarch, updatmg printed material, organizing library
materials, compllmg up-to-date directories, editing the newsletter, and assisting with training projects.

In another instance, a parent center found itscid focated in the same building, just down the hall, from a
vocational:training program for adults with developmental disabilities. It was not long before an informal
arrangement was set up whereby the adults in the wotkshop did many of the routine clerical tasks, like stapling,
collating, and photocopymg. as part of their trammg The entire staff of the parent center bocame friendly wath the
workshop partlcxpams and gave them much apprcctauon and pralsc for the work they di¢. The volunteers provided.
a valuable scrvice and were delighted to have helped in a “real-office”situation; without this assignment they had to
practice with “pretend w°rk "

.
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Programs and Rehabilitatlve: Services, Spcclll Education Programs. Contcactees undertaking such projects under
government sponsorslip sre encouraged Lo express lnely their judgment in pfolmoul awd technical matters. Point of
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A number of centers report that senior citizen volunteers are especially loyal and reliable. They are motivated.
almost exclusively by a desire to be of service, to make a difference in the lives of othér people, especially children,
and to feel needed.

Coalitions have also benefited from.professional advice and assistance_from lawyers, accountants, public
relations and publicity experts, business managers, journalists and teachers. Many centers are able to attract
professionals to donate time. Others recruit specific needed professional help from programs like United Way's
“Management Assistance Program” (MAP). N

Parents-as Volunteers

Parents of children with special needs who have received assistance from the parent center have always been a
valuable volunteer resource. Often parents recei = the assistance they need through special workshops designed to
inform them of their rights and responsibilities tinder various laws.* As a logical extension of the standard parep®
training, centers are now training key parents in specified geographical regions to provide assistance and training to
other parents in their communities.

ey

One such program, the Indiana Pare...-f'raining Program (IPTP), conducted by the Task Force on Education.
forthe- Handicapped, Inc., in South Bend, Indiana, trains parents to serve as Regional Parent Repiresentatives
(RPRs).** Joan Miltenberger, Project Coordinator, shared some of the conclusions of the IPTP staff: “We have
begun to realize that the parent advocaies we train are truly volunteers “in the ficld.' We have made an effort nor to
coddic our volunteers, but have presented them with the challenge of helping other parents develop skills to work as

equal partners with the schoois. Though they -e not paid staff, their commitment to the-organjzation must be

strong and the organization's support to then. st be consistent.”

Knowledgeable, experienced parents arc recruited from among participants in the basic workshops for parents,
from special education advisory bo~rds, parcnt groups, and arc referred by special cducation personnel. They are
offered-the opportunity. to conduct training themselves for other parents in thcir community. Applicants are
required to compiete a questionnaire designed to assess their specific arcas of interest, their knowledge of special
educaticn laws, and their level of commitment to parent involve ment and to promoting cooperative school-home
re'~tiunships. Once the RPRs have been sclected and their needs determined. the IPTP staff trainers clarify their
training.goals and srell out the responsibilities of the staff and the RPR through further interviews.

The RPR’s participate in an initial, intensive two-day training session, dcsigned to meet the following
objectives.

¢ to convey in-depth knowledge of federal and state legisiation, the special education process and community
resources,

® to help trainees develop their skills in interviewing and prublem-solving, communicating with school personnel
and in-conducting workshops for groups of parents and professionals.

‘Ina follow-uo training, participants lcarn to conduct an informal assessment of parent education/information
needs and to determine how they, each with their different skills, will carry out parent education efforts.

Joan: Miltenberger stresses the importance of ongoing follow-up-support from the training staff: “As 2
voluntcer or staff person our greatest motivation and rewards arc often persouil and intrinsic. We need to continuc
to help the RPR develop motivation and skills through ongoing feedback. professional development opportunites
and recognition.”

Ina similar program conducted by the Parent Educational Advocacy Training Center in Alexandria, Virginia,
directed by Winifred Andeérsc™, three-member Parent/ Professionai Teams are prepared to work together as
volunteers. The-Parent/ Professional Teams work in their respective communities to teach parents the knowledge-
and skills' needed to be effective educational planners for their children with disabilities. Each team consists of at
least one parent of a child with special needs and at least one professic.al currently working in the field of special
education,

* This type of parent training was discusscd in a previous issue of Coalition Quarierly,* Advocacy Management in the Parent
Center,” (Volume I, Numbers 4 and $).

** Thistraining program is covered in more detailin Counterpoint, Val. 11, Number 2, Nov. 1982,inanarticle entitled *indisna
Parent Training Program,” by Joan Miltenberger, pg. 19, 7 2




During an intensive four-day workshob held at a conference center, the Parent/ Professional Teams learn the
substantive content necessary to conduct parent training workshops covering all phases of the educational cycle.
The basic training materials for the workshop include:

1. Neégotiating the Special Education Maze: A Guide for Parents and Teachers. written by parent center staff
, members Wirifred Anderson, Stephen Chitwood, and Deidre Hayden, published by Prentice/ Hall, Inc.in
' 1982; :
h

2. State regulations governing special education programs:

3. Mastering the Maze, a'training manual for Parent/ Professional Teams. ) :

In addition to the intu. “:ation needed to conduct parent trainings in their communities, the team members
learn management principles relating to shared leadership. The volunteer trainees must learn how to become team
leaders, to recognizc their own and each other’s strengths-and.weaknesses, and determine how they can best work
together. By the time the team leaves the four-day traininy program, it has developed a management plan which
spells _out specifically which tcam member is responsible for each aspect of the parent training courses they will
conduct in their community.

Following the Parent/Professional Team training workshop, cach team is required within the following six
months to conduct at least two fifteen-hour workshops for parents. The content of the parent workshop includes
child development topics in which parents leasn to document their personal informationabout their child and touse i

this information. effectively in school meetings. Skills in “record decoding™ are taught which provide parents a ‘
technique-for interpreting and using their- child’s school récords. Information and training concerning the local
school system’s process for identification, evaluntion, cligibility, Individualized: Education Programs, placement,
annual review and due process procedures are included in the conterit for parent training courses conducted by the
Parent/ Professional Teams.

Ongoing support and technical assistance constitute an important partof the services provided tothe volunteer
teams by the parent centér staff. Each team has a parent, center staff member assigned for this purpose. The staff
person attends the tear's first training course in the community, offers constructive feedback, and serves as a
contact person for ongaing supervision. A regular newsletter keeps the team members up-to-date and serves as a
forum for the volunteers to share new technigues, solutions, and successes. Follow-on inservice training workshops
highlight one aspect of the job tas volunteers are required <o do in the community. Teams are provided timeto plan
modificaticns to the training courses they conduct in order to aliow for the uniqueness of each local school system.
The:opportumity ‘to modify the training course design and to adapt the program to their own community is
intrinsically: rewarding to the volunteer trainers.

Other centers have designed programs to train patents and prefessionals to represent people with disabilities or
thei- parents at due process hcarings. In exchange for the training, and as part of their practicum requirement to
receive a certificate of completion, participants agree to volunteer a specified amount of time o7 handle a specified
number of ¢ises. ’

Management Strategies

The following are some additional reminders and cautions based upon parent center experiences in managing
volunteer programs:

Commitmient of Management. This commmitment implics that the leadership of the organization has thought
carefully about the role of the vnlunteer in the ovesall program, and has allotted the necessary resources, both in
terms of staff hours needed for supervision and training, and, if possible, for stipends to cover volunteer expenses.
To assure that staff at all levels do-their part to make the volunteer.program work, it is important that they be
involved in the design of the program from the beginning.

Status of Volunteer. It is important that the volunteers know the relationship of their job to the overall effort, and :
that the goals and objectives -for the volunteer programs arc inseparably linked with those of the agency. The ’
volunteer's commitment to the job is as serious as that of a paid worker. Written job descriptions should clarify
specific duties and timelines, and a supervisor should be assigned. Inadditionto job descriptions, the Southwestern
Ohio Coalition For Handicapped Children, Cincinnati, Ohio, has designed a-“Memorandum of Understanding”

which spells out averall volunteer/agency relationships and responsibilities.®

x * Sample available through the Coalition Quarterly or directly through Southwestern Ohio Coalition For Persons with
Y Disabilities, 3333 Vine Street, Cincinnati, Ohio 45220.
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Supervision, Volunteers should receive initial training and orientatjon comparable to that provided paid staff. Betty
Hourihan, Director of VIA, Volunteer Information Agency, Quincy, Massachusetts, stresses the importance of
staying closely involved with the volunteer during the start-up time. At the samé time, she stresses being sensitive to
the moment when the volunteer is ready to do the job without direct supervision. Inservice training should also be
given to the staff in supervising volunteers.

Confidentiality. Volunteers should have access to confidential files as nceded to carry out their job gesponsibilities.
They should be trained and supervised by the staffto use the records appropriately, and should be expected to honor
the same standards of confidentiality as salaried employees,

Records. Documentation of irdividual volunteer sefvice should contain information on the type of assignment
given, work performed, hours scrved, time sheets, evaluations, and references. Thorough records of the volunteer

activities- comparing the value of services provided in return- for dollars invested will also demonstrate cost
effectiveness.

VOLUNTEERS THAT WORK

- Elizabeth Binkard, Marge Goldberg, and Paula Goldberg
PACER Center, Inc.

*“The opportunity to give-children correct information about handicapping conditions™...“Excitement about

‘puppets as a fun.and effective mediusi to teach children™...“The satisfaction that a fow fears and°misconceptions

ahout jicoplc with disabilitics have been aid to rest...”

_ These.are a few of the reasons given by volunteers for their participation in COUNT ME IN (CMI), a
Minncapolis-based handicap awareness project that has brought puppets portraying children with dis~oilities into
classrooms and-kefore over 40,000 Twin Cities school children since the summer of; -1979. Voluntetrs have always
been an important part of the program, originally created by stzff members of PACER Cemer, Inc., the parent
coalition in Minnesota. '

PACER's parents realized that the entry of handicapped children into the mainstream could’be eased if their
sionhandicapped. classmates understood more about disabilities and. thus, held fewer apprehensions about
youngsters with the handicapping conditions. The use of puppets to present the information to children was shortly
decided upon as an entertaining and enjoyable medium. PACERs lirge, hand-and-rod puppets portray children
with various hiandicaps as well as nonhandicapped characters. Their scripted dialogues with each other let the
audience know some basic facts about each condition and what it means for the person’s life, The central message.
however, is that handicapped children arc pretty much like everyone else...they like sports and argue with their
siblings and have-good friends; among many other shared characteristics.

Rather than the CM1 staff (two cooidinators and one assistant) serving as the sole puppéteers for the school
programs, the involviment of volunteers who would be trainéd :n handicap awarcness and puppetry techniques was
seen as an essential program componcnt for two reasons:

First, according to Polly Edmunds and Riannc Leaf, CMUI's staff coordinitors, was their interest in increasing.
the knowledge and awarcness levels among adults in general about handicapping conditions —since so many adults
had been raised in an era when disabled persons were encouraged to remain out of sight, and polite people were
taught not to ask.questions ahout those who did come into puhlic view. Accordingly. the program has t2cruited
voluntcers among parcnts of nonhandicapped children and, in fact. Leaf says, has found more volunteers from those.
ranks than among parents of disabled youngsters.

A sccond reason for use of volunteers was to expand the number of ciuldren who could be reached by the CM
project. The veluntecrs have freed the CMI-staff from the nced to give all puppet-shows themselves; hence, staff
members have been able to spend more time developing scripts, expanding their training programs, and
administering grants that have allowed programs to be devcloped in other areas of Minnesota.

Todate, CM1 has trained 493 puppctcers throughout Minnesota and in five other states. Those trainc ! outside
the Twin-Cities and in other states #ave then devcloped their own awareness projects which they administer
themselves,
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Recruitment

Several routes are followed to recruit volunteers, accordmg to Edmunds. who administers the CM!I velunteer
program. Articles about upcoming volunteer training sessions are sent to “Volunteers Wanted™ columns and
community news sections of the Twin Cities metro area daily, weekly, and ncxghborhood newspapers. The many
disability organizations that form the PACER Zoalition help to publicize the  program’s needs, and lettersare sent to
former CMI voluntecrs, asking that ¢ ey help with recruitment among their acquaintances. F’nally. parents *vhose
children have seen the puppet program, atschool will frequently call for more information and, possibly, to become
involved themselves.

CMI has no formal, v sitten criteria which potential volunteers must meet in order to participate. Instead, the
final sclccuon process.occurs gradually as volunteers go through training sessions and begin giving shows.
According to ‘Edmunds, usually volunteers who aren't qualified to become puppeteers will themselves sense they
arent domg as well as their team meribers and will opt for one of the non-puppeteer roles or phasc themselves out of
the project.

Volunteer Trrining

All'volunteers are required to attend a two-and-a-half-day-long training session where they receive a “training
packct which includes material on puppetry techniques, articles that deal with the feclings and insights of their
handicappd authors, and.a very important, 106-page CM/ Resource Manual.

The last, to:’e read and discussed and kept as a reference, contains facts and information about the various
handicapping_ conditions, describes aids and copmg techniques used by disabled persons, gives extensive lists of
other reading -materials about handicaps., lists quesuons often asked by children in the puppet show apdiences, and
suggests “simulation™ activities that can be used.in classrooms to acquaint children with what havinga handicap is
like.

After being iintroduced to tcchmqucs. the trainees will then choose  : puppet they want to operate. Those
mctro arca voluntcers who work on a continuing basis with CM1 staff will first go out to do shows accompanicd by
the staff members. Edmunds spcnds extra time with beginning volunteers. H.nvmg, s read evaluations completed by
teachers whose classes have séen the show and reviewed tcam members® own critiques, she works with volunteers on
any problems that occur.

Later, as the volunteers® expeértise develops. theyll be formed into independent teams and go into schoc is
themselves —though Edmunds will continue to visit periodically and observe how they're doing.

A stipend of SIS per day is paid to cach volunteer-to cover mileage, food and babysitting expenses. Theaverage
time spent per volunteer doing CMI programs is about two days each month.

An Assortment of Backgrounds

Besides parents, volunteers_have come from a variety of backgrounds. They include: a profcsslonal waiter; a
professional actor; former elementary tcachers: nurscs who've warked with handicapped children in hospitals; a
woman who's done summer stock: a TV producer: University of Minncsota students; a woman from South America
who hclps give programs in schools with hllmgual children; Girl Scouts who do shows at their summer camps: and
two junior high boys who took the training during a school break and now-help with shows during the summer.

Leaf pomts out that thc benefits of training the volunteers has produced results that extend far beyond the CMI
project. From intcrviews with participants at cach year's end. the staff has learned that a substantial number have
also become involved with many other types of handicap awarcness activities workmg within schools, hospitals,
public institutions and churches.

It Works

LeAnne Nelson-Dahl, a CMI staff member who is disabled. speculates that the CMI project tas succeeded
because “the voliinteers belicve in the program and what it's trying to accomplish. They're very dedicated to
something in which they truly believe.”

For more information about the Count Me In Program or the PACER puppcts, contact the PACER Center,
4701 Chicago Avenue, Minneapolis, Minnesota 55407.
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RECENT DEVELOPMENTS

EDUCATICN OF THE HANDICAPPED ACT AMENDMENTS OF 1983, SECTION 631.. 1
’ JAMAS SERAN VENCIDOS .ueuuuineunininnsesssunase svaressnineesssinnssanaass 3

This is the final issue of Coalition Quarterly to be publishéd under this contract with the U.S.
Department of Education, Office of Special Education and Rehabilitation Services. Since the first
issue was published in 1980, our purpose has been to offer the specialized management assistance
needed by parents to set up and operate.centers that would offer training and information services to
other par'ehts of children with disabilities. Although parénts are motiva.ed to develop such programs
to méet pressing needs, often the activities involved in admmlstenng sucha center areso demandingas
to eclipse the original ‘motivation. The intention of ‘Coalition Quarterly has been to supply
management information that would promote the stability and iccountability of the programs, and at
the same time allow the energy behind the commitment to flourish.

Since that first issue was published, some important changes have taken place. The parent
movement has gained momentum; parents are fecognized asthe new professionalsin special education
and rehabilitation. Originally, official acknowledgément came from framers of P.L. 94-142 who
: included parent participation in every aspect of developing and implementing- each chili’s
: individualized educational program. Now, through the Education of- the Handicapped Act
: Amendments of 1983, P.L. 98-199, sigred into law on December 2, 1983, the critical role that parents

play in the education of their handicapped children, and as teachers and supporters ¢ of each other, has
received even more official recognition. The:Amend menis of 1983 underscore the original intent of the
law by requiring that a specnﬁed percentage- of the annual education appropriations be set aside to-
support parent-to-parent training and information projects throughout the nation.

This issue of Coalition Quarterly begins with a brief introduction to the new amendments, and then

Richard M. Lash, former project director of the Direction Service operated by Community Service
Society of New York Cxty, and now executive director of Sinergia, Inc. Mr. Lash’s article has been
chosen to close this series of Coalition Quarterly for two reasons. First, the story described here
1llustrates many cf the questions received- by this project over the years: How to organize parents inthe
fitst place, and, tl\en how to keep them together in a viable and energetic group. Ttie parents described,
by Mr. Lasa providé a sterlmg examplc of the commitmest, innovativeness, hard work and-joy that

l
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quotes the entire section that pertains to parent: orgamzatlons. Thesecond article h.s been prepared by
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combine to form the drivingforce of such efforts when pareiis are bound by a common goal. Second,”
the parent leadership that Mr. Lash described embodies much of what the Congress of the United

States chose to support with the new legislation.

Cele“rations are in order on both counts: The law will make possible.stronger and better organized
parent- involvement. And, as of Juné 1984, the Néw York Padres’organization has just received its first
contract with the N.Y. City Youth Bureau to operate their own parent-run Direction Service.

FDUCATION OF THE HANDICAPPED ACT AMENDMENTS OF 1983:
Introduction and Te::t-of Séction 631 (c), (1)-(7)

This past year “as been a landmark year legislatively:"Both the Education of the Handicapped Act
and the Rehabilitation Act were due for reauthorization. Congress deliberately timed these two laws
for’ simultaneous renewal in order to emphasnze the intention that there s to be a ¢continuum of services,
rather than two mutually exclusive systems, devoted to serving persons with disabilities. John Doyle,
Majority Staff Director of the Senate Sub-committee on the Handicapped, summed up this year’s
legislative work as follows: “ ... looking now at the special education and rehabilitation provisions that
resulted from last year’s leglslatlve activities—where programs were continued, where programs were
enhanced, and funding levels were increased—if you look at all these provisions together, I think it is

fair.to say that you could group them all under the category/ of being chent-centered provisions, that are
much needed.”

Space limitations prevent a lengthy summary of these laws. The editors recommend that readers
obtain copies of each' of these laws and thé accompanying reports. The Spe.ial Education
Amendments are P.L.98-199, and are explamed in Senate Report No. 98-191. The Rehabilitation Act
Amendments, P.L. 98-221, are discussed in the-House of Représentatives Report No. 98-595. The
March/ April issue of Programs for the Handicapped contains a oné-page point-by-point summary of
the Rehabilitation Amendments. Copies are availat free from: Programs for the Handicapped,
CLEARING HOUSE ON THE HANDICAPPED, Office of Information and Resources for the

Handicapped, Room 3132 Switze:-Building, Washington, D.C. 20202. Telephone: (202) 732-1248 or
732-1245.

Section 631 (c)(1) through (7)

There are specific components of the Amendments of the Handicapped Act of 1983, whichembody
many of-the philosophical, structural, and organizational principles discussed throughout the series of
Coalition Quarterly. Following is the new section of the law that establishes a federal program for
parent training and information:

(c) (1) The Secretary is authorized to make gravs through a separate competition to private
nonyrofit organizations for thé purpose of providing training and information to parents
of handicapped children and volunteers who work with parents to enable such individuals
to participate more effectively with professionals in-meeting the educational needs of
handicapped. children. Such grants shall be designed to meet the urigue training and
information needs of parents of handicapped children, including those who are member-
of groups that have been traditionally underrepresented, living in the area to be served by
the grant.

(2) In order to receive a grant under this subsectior:a private nonprofit organization shall—

(A) be goverried by a board of directors on which.a majority of the members are
parents of handicapped children and which includes members who are
professiorals in the field of special ¢ lucation and related sei vices who serve
handicapped children and youth; or.if the nonprofit private o)ganization does
not have such a board;. such organization shall have a .membership which
represents the interests of individuals with handicapping conditions, and shall
establish a special governing conmittee on which a majority of the members are
parents of handicapped children and which includes members who are
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_professioniuis.in the fields of specml education and relatedservices, to operate the
training and information pro>ram under this subsection;

(B): serve the parents of children with the full range of handicapping conditions under
such grant program;-and

(C) demonst-ate the capacity and expertise tc conduct effectively the trairing and
information activities authorized under this subsection.

(3) The board of directors or special governing committee of a pnvate nonprofit organization
receivirig a grant under this subsection shall meet at least once in each calendar quarter to
review such parent training and mjormatton activities, and each such committee shall
advise the governing board directly of its views andrécommendations. Whenever a private
non-profit organization requesis the renewal of d grant under this subsection, the board of
directors or the special governing committee shall submit to the Secretary a written review
of the parent training and information program conducted by that private nonprofit
organiization during:the-preceding fiscal year.

(4) The Secretary shall ensure that grants under this subsection will—

(4) be distributed geographically to the greatest extent possible throughout all the
‘States; and

(B) be targeted to parents of handicapped children in both urban and rural areas, or
on a State, or regional basis.

(5)Parent training and information programs assisted under this subsection .shall assist
parents to~—
(A) better understand the nature and needs of the handicapping conditions of their
child;
(B) provide followup support. for.their handicapped child’s educational programs;

(C) com:nunicate more effectively with special and regular educators, adminis-
trators, related services personnel, and other relevant professionals;

(D) participate in educational decisionmakiiig processes including the development
of their handicapped child’s irdividualized educational program;

(E) obtain information about the programs, services, and resources available to their
-handicapped child, and the degree to which the programs, services, and resources
are appropriate; and-

(F) understand the provisions for the education of handicapped children as specified
under part B of this Act.
(6) Each private nonprofit organization operating a program receiving assistance under this
subsection shall consult with appropriate agencies which serve or assist handicapped
children and youth and are located in the jurisdictions served by the program.

(7) The Secretary shall provide technical assistance by grant or contract, for establishing,
developing, and coordinating parent training and information programs.
JAMAS SERAN VENCIDOS
By Richard M. Lash, Executive Director of Sinergia, Inc. 150 W. 105 St., New York, N.Y. 10025

“Los Padres— Unidos—jamas seran vencidos!” The parents united, will never be defeated! W.tnessing
their spirit, dignity, and unity, it seems that they will not be defeated—but who are these Padres?

Los Padres Unidos are parents and families of handicapped children and youth. They share the
strests; enem.nts, housing projects, bodegas and botanicas in the Manhattan Valley neighborhood of
New York City.
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The Padres are united because as vulnerable individuals they know, all too well, that they can be-
defeated. thhty percent of the families are single parent, female headed households with one or more
handtcapped children. Only a few speak English, many do not have telephores. and many:-require an
escort/translator to assist them in using the subway system to keep appointments at héspitals and
special education schools.

They are united because they found the-nelp they needed in Direction Service, a federally funded
program operated by the Community Service Society (CSS) to assist families in securing the special
educatton and related services that their chtldren require.

Crisis

Since:lederal funding would end completely in 1982, new funds or new means had to be found to
continue the Direction Service activities. The resolve of the parents was immediately apparent. They
‘were not going to accept the dtssolutton of what had now become their program. After brief
considerations they rejected a'suggestion for a protest demor;stratton They favored a positive action!
They, who had little or no experiencé in organizing, decided to organize to help themselves and their
children.

Response from the Fathers and Mothers

A fathei volunteered that-he-had fashioned a.cart from which he could sell orange juice on the
corner, and the pfoﬁt would go toward the maintenance of the Direction. Service. A mother recalled
her experience in the needle trades and offered to make items to sell; whiie. another stated that her
former employment had been in food services and she could prepare food to sell. Considering the
group's common skills and the immediate market, Los Padres began their first common effort: They
would prepare lunch to sell’ o the faculty of Public School 145, on the first Friday of the semester. The
-announcement of the luncheon was well received by the teachers and.staff of PS 145 and some
community persons said they would attend also. In the two hours that Los Padres served comidas
criollas (nattve foods) they grossed $170.00. They had worked together, ana judged themselves
successful in their first venture. Moreover, people began to know of their-organization and their
resol'‘e. During the lunch, they had also received an offer to cater an open house at the opening of a
local office of a commiunity agency.

The catering arrange ment was successful and the Padres ‘effort was noted by community leaders and
elected representattve taost notably theii. ocal representative on the City Council. Asa result of the
parents’ efforts, CSS promtsed emergency assistance. That assistance provided supplemental funds
and helped support what would become a joint task force to plan for Direction Serviceand Los Padres
Unidos, who had sxgmﬁed their intent to institutionalize the project by becoming a formal,
community-based organization.

During October 1981, Los Padres coiiducted a raffle and a cake sale, again experiencing a modest
success financially and remarkable success in working together. In early November, they thought
about Thanksgiving and how many of their members, as well as their neighbors, do not have even
adequate foog, let alone, a holiday family dinner. They solicited donations of food fromeach other, the
PS 145 faculty, Direction Service staff and-CSS personnel. All responded and the local merchants
began to donate foodstuffs. A few Columbia University frateraities joined the effort. Cash donations
enabled the committee to include one or two Thanksgiving chickens in the baskets which totaled about
f.rty, exceeding their original goal of twelve baskets for needy families.

By Christmas of 1981, Los Padres were busy planning a toy distribution and family dinner for the
holiday.

Appeal to N.Y. City and State Officials

With the help of a local community organizer, Los Padres met with the local represeatative from the
‘New York City Council and then approached the N.Y. City Youth Board for funding to support
Direction Service.

While the application to the Youth Board s being requested, Los Padres wrote to the Assistant
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. ‘ Commissioner of the N.Y. State Department of Education requesting that any available resources for

nandicapped children be utilizéd in a way that would reflect thé ofanning and needs of minority
parents. The Commissioner came to New York tc:mect with Los Padres, giving them the opportunity
to present their:nétds facc to face. The Padres gamcd approximately half of the‘finzudial support
required for Direction Sérvice at that meeting, and.in return promised to iranslate existing Spanish
parent riaterial into <olloquial langage for farxiiies, as well as to secure additional funding from other
sources. While reporting their success at the next Task Force meeting, they learned that CSS had
allocated sufficient funds for a N.Y. City Youth Board matching grant, which would, with the State
Education Department contract, conti..ue the Direction Service throughout the 82-83 fiscal year
without federal funding. .

The combined support of the State Education Department, the City Youth Board, and the
Community Service Society not only allowed the Direction Service to contir ue its individual case
work for the children and families, but also to create a formal component of self-help groups for youth
and families. Individual assistance was still available, but the families could now attend group sessions

to plan and learn from a curriculum which would offer information, material and experiences tofoster-

their attempt to manage independently. Further, the curriculum offering was structured so that they
cuiild function in the groups collectively, individually, and as members of a dcvclomng corporation.

Los Padres Unidos is working with the $ponsoring agency, CSS, to eventually replace CSS as the
incorporated, non-profit community-based organization which will operate Direction Service. The
activity brought those parents with leadership ability to the fore, and has allowed the membership to
select and approve its leaders while forming a membership structure.

Self Discovery.

As Los: adres planned for their children, and assessed needs and resources, they gradually went
through a process which refocused their view. When they were given the opportunity, and a structure
within which they would do their oviii planning, they found it difficult to isolate théirfocus to the needs
of their handicapped children for special education and related services. 1t seeras that they began to re-
evaluate their own lives as parents, and the needs of their famxly asa whole. Although theirassessments
and discussions revealed needs ranging from legal services to adequate, affordable housing, the two top
priorities, invariably, were 2nd are, education and job preparation. As they looked at the néeds of their
children, they saw their own needs, hopes and ambitions. The direction, which they gave to Direction,
was that we cannot .mprove the opportunities for our handicapped children without attention to the
tocal family needs. Conversely, their effort to enhance the well-being of the family unit was viewed as
improving the oppurtunities available to their handicapped children. It seemed so easy for

professionals to isolate their handicapped children for a specific service, e.g., education. And it seemed:

so difficult, or perhaps unnatural, to Los Padres to select one service from all of their interrelated

-needs.

They sought an alternate form of income production, one which would reconcile their need for day
care, their inability to travel to distant parts of the city, their limited language ability and their

.marketable skills. Ultimately, they joined with several-other:similarly interested groups to form:a

“cooperativa”(cooperative), which they would operate and control as workers. Los Paclres brought to
the new cooperativz, their experience in the needle trades and garment industry.

‘The total concept of Los Padres was a cooperative that could accommodate both parents and young
people with disabilities. It would eventually be-associated with a work development center in a
comprehensive educational, training and employment program. Meanwhile, they knew that they
needed expert guicance, and again appealed to CSS for technical assistance. The sponsoring agency
responded through its Center for Economic Development and assigned personnel to assist Los Padres
Unidos.

Steady Growth and A Bright Future

While Los Padres have demonstrated both interest and industry in planning for themselves, they
have also found time to help others, to reach out to the Hispanic community-at-large, and to enjoy the
City's cultural and recreational opportunities as {amilies.
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The second annual Thanksgiving Food Distributica exceeded all expectations, filling over 150 * .

baskets and included a family-dinner prepared by Los Padres. The activity reccived major media
attention in New York City. ‘

When Los Padres joined the National Congrsss for Puerto Rican Rights, they organized and
.conducted the first workshop on-the nseds of ‘Mispanic handicapped children for the Nationai
Congress.

Los Padres have also fcund tﬁsx;g;fpr:i Jommunity activities. The first family outing to
Jones Beachwas held last summer with hely, . oe. ati N.Y. City. Youth Buard and Community 3oard
#7. Another activity took the familics to Rocket#lles-Center 10 view the Christaias tree which most had
only seen on TV, the ice skating rink and Christina, store windows. A children’s choir was formed arnd
caroled in.th.e neighborhood, ata Manhattan Calis TV children’s party and at CSS. With the help of
Con Edison, Los Paares attended an Hispanic-ojiera at Lincoln Center. Ringling Brothers-Barnum
and Bailey arranged for a real circus clown to visit and perform for the childrer: at ttie Direction Service

ssite a week before they provided tickets for 300 children and:parents to atrznd a matinee during the
spring school recess.

To keep its membership informed and interested, as well as to comsiunicate with a network of
people important to their mission, Los Padres Unidos established a newsletter which they
appropriately named “Lej Padres Unidos.” Parents and youth contribute stories, drawings and
announcements.

On July 5, 1983, the Padres were incorporated under the name Sinergia, Inc., which means synergy.
The majority of the governing-board members are minority p.rents of handicapped children and
youth. They serve all categorical handicaps and developmental (-3abilities.

“I os' Padres— Unidos—jamas seran vencidos!" The parents, united, will never be defeated! Todate,
they have taken important stéps toward their goal of enhancirig the well-being of minority families with
handicapped children. They have suffered setbac~ 1d disappointments, but have shown perseverance
and determination. They have gained individual' and group confidence. They are unknowingly
beginning to emerge as a social conscience for the establishment’s decision makers. These Padres, who
as individuals have been so vulnerable, have not, as a group united. ever been defeated!
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Client-Centered Provisions of Special
Eduction and Rehabilitation A.ct Amendments

John A. Doyle, Majority Staff Director of the
U.S. Senate Subcommittee on the Handicapped,
gave the following talk at a recent conference on
“Transition,” held in Washington, D.C. The

.speech is included here bécause it sun:niarizes a
‘number of issues that are-of primary interest to
coalitions working for people with disabilities; of
particular interest is Mr. Doyle’s discussiori of the

_inter-related.oles of special education and voca-
tional rehabilitation in providing a continuxm of
services. Mr. Doyle’s speech:

: Before begmnmg my remarks, I express to you Senator
Weicker's greetmgs and best wishes for a successful and
productive session here in Washmgton As chairman of the
authorizing and appropriations subcommittees-concerned
with individuals with disabilities, the Senator has, as you
know, becomé a principal spokesman for those who can-
not, often, speak for themselves. The work I will describe

‘to you today is indeed his work in which I am proud to
have, played a supportmg role.

First, A Legislative Primer

As you know, there are two Kifids of laws enacted by the
Congress. One is an authorizing law -which -is merely a
statute that says a certain thing shall be done Being a
smoker, I'm fond of using the ashtray metaphor Let's say
we decided that everybody in America was gomg togrtan
ashtray. Undoubtedly, it would be of a certain size, shape,
weight; and be inscribed in a ceftain way, this year maybe
with.the lnternatlox)al Olymplc,ésymbol Let’s say that we
put all these requirements together into a'bill, which then

‘passes the House and the Seniaie, the President signs it, and

lt becomes law.

It is not an acczdent that both of
these programs appeared on the
calendar for reauthorization during
the same year.

Does that law getany ashtrays out? No. That iscalled an
authorizing law, it merely establishes a-requirement that
something is going to be done. The next part of the process

occurs when the Appropnatlons Committees determine

that, in order to make this requirement wcrk, we need to
fund it at x millions of dollars. Once that is done, and the
Good Lord and the regulation writers willing—not neces-
sarily in that order—perhaps the ashtrays will get out toall’
Americans.

Then, every s0 many years, authonzmg laws come up
for renewal. .Congress must again ‘ake a look at them,
must again say whether the programs should be continued,
whether the ashtray" should continue to go out. In the
course of this reviev.—a process called reauthonzatnon—
Congress may decide that some changes are needed
Maybe, instead of displaying the International Olympic
symbol, the ashtrays ought to contain soine othér message.

continued on page 2-
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That process is exactly what happened last year, when
the Congress iindertook reauthorization of the Vocational
Rehabilitation Act and the dlscrenonary programs in the
Education of the Handicapped: Act. It i$ not am accidént
that both of these programs appeared on the calendar for
reauthorization dvring the same year. Bick in 1981, the
Subcommmee on'the Handicapped took: action to'make
both programs expire at the same time in order to give
Congressional emphasis to the fact that there are not tw
mutually exclusive systems here. Rather, what there is is a
person with 2 dnsabnhty and a continuum of services to try
to serve that ‘person.

Hearings were held; sonie 6f you took advantage of the
opportunity to lét the Congress know what you tho: ghit of
the Vocational: Rehabilitation and the special education
acts. We prdcééded from the hearings to markups in com-
mittees, and- thén to passage by both -the ‘House and

Senate. In'Décember 1983, the President signed the new-

Education of the'Handicapped Act Amendments, and on
February 22, 1984, the President signed the Vocational
Rehabilitation Amendments:

AS‘— Congress began work on these
two laws (and I think I can'speak for
my House conterparts as well here)
we adopted Sam Irvin’s advice: ‘If it
ain’t broke, don't fix it!’

Summary of Major Frovisions

Although I and. others, will sumarize for you the
major provisions in these two laws, 1 urge you to read each
law. 'Why? Because the law-is what counts. Regulations,
requests for proposals, informal comments by Congres-

'sional staff or othersdo not count. THE LAW COUNTS.

YOU-OUGHT TO READ IT. It is irnportant:that you
know. the structure within which you will operate for the
next three years, when the next reauthorization process
takes placé.

This Joumal is prepared under Grant No. 029PH40047,
awarded by the office of Special Education, U.S. Departraent of
Education.-Grantees undertaking such projects under govern-
ment sponsorshlp 2re encouraged to express freely their judg-
me\nt in professional and technical ¢ vatters. Points of view or
'oplmons. therefore, do not necessaruy represent the Education
Department's position or policy.

: The National Network of Parent Centers is coordinated by the
Federatlon for Children with Special-Needs 312 Stuart Street,

Martha H. Zlcgler. Executive Director
Janet R. Vohs; Editor-

o0 ——————=

As Congress began work on these two'laws (and 1 think
I can speak."or my House counterparts as well here) we
adopted Sam Irvin’s advice: “If it ain’t broke, don’t fix it.”
We tock a look at the various sections of the laws, with a-
view towards continuing and enhancing what was good,
and to see if we could even make:it a little better.

Vocational Rehabilitation Program Changes
Discretionary Programs

As you know, 90 percent of the vocational rehabilitation
dollars o to the states for basic vocational rehabilitation

services,.and the other 10 percent go for a wide variety of

federal discietionary programs. ‘Discretionary activities are
funded to supplement the main law. For examplé, the law-
says that we will have vocational rehabilitation in each of
the states. In order to do that, we need trained. personnel
Therefore, -there is‘a part of the law that establishes: 3:
training program. This money, funded at just over 20
million-dollars, goes to the States and to the reglons to.
train counselors and other kirdsof persons to work in the
vocational rehabilitation process.

There is atso a National Institute -6f Handicapped, -,

Research (NlHR) for both basic and applied ‘research
activities funded-at about 36 million dollars. Personnel
training, the NIHK, the program for migrants and 0
forth, are all discretionary activities, funded by that
remaining 10 percent of federal funds. The federal funds
that go to the states for direct services (90 percent of the
total) must -be matched with state Jollars, resulting .in
services being funded 80 percent with federal fundsand 20
percent with state funds:

The National Council on the Hand-
icapped, up to very recently, had
been very little more than a public
relations vehicle to carry the water
Jor whatever administration was in
power,

As most of you know, the formula is quite different in
special education. For direct services to disabled-childre_
the federal government picks -up 'something léss than 10
percent of the cost, and state and local governments must
pay the remaining 90 percent of the cos*.

Most of the rehabilitation programs “were not broké
so we did not try 1o “fix" them. We merely did some fine
tuning. For two programs, Projects with Industry and the
Independent Living Centers, we decided to add an evalua-
tion requirement that will lead to a set-of standards ..i
carefully adding these two programs to the permanent
rehabilitation structure.

A Mgsjor Program Shift

The National Council on the- Hardicapped, up to very.

recently, kad been very little more than a public. rel..\tlons
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véhicle to carry the watér for whatever administration was
in power. While the Council was statutorily authorized to
make recommendations- to the Secretary, the President,
-and the.Congress on disabilit y policy, it was in fact subor-
dinated to whatever political winds-were blowing at the
‘time. That certainly was ‘not the-inw.nt of the original
drafters of the law, and it was not sufficient for the present
Corigress. As" “of February 22 1984, the National Council
-on the Handicapped ‘becameé an -independent: federal
agency, not within the Department: of ‘Education. The
. ~Council now has :broad statutory authority to-survey

- wxdely and- deeply our disability laws- and programs,
determmc how-they~might -be improved, -and to make
recommendattons directly to the Congress without any
screening.-Alsn, the National Council on the Handicapp«d
now has statutory authority to approve or deny the regula-
‘tions for the Projects with Industry and' the Indépendent
Living Centers before - they are issued.

The last change I will mention in the Rehabilitation Act
Ais that the Client Assistance Program (CAP) has been
made a-mandatory part of the Act-Each state must have a
-CAP,a program which must be available to assist clizts,
parents or guardians. It must assist them both administra-
tively and legally. In setting up the program, each governor
must, by statute, seek and heed the advice of interested
parties, iincluding a broad spéctrum of uisabled ‘people,
‘their orgamzatlons and advocates. This Client Assistance
Program. in my view, is long overduie in each of the states
to-assure that client rights become a coequal part of the
services being provided.

Special Education Program Changes

With spezial-education, you are much more familiar.
You know that under the Education of the Handicapped
Act Amendments of 1983, ac’ ies may begin at birth.
You knowthatthereisnowas: milliondollar program to
fund demonstratron models on’ transmonal services; you

also know that, after having spent literally hundreds of
millions of dollars teaching administrators, school teacher
and others how to strategize to cope with parents, we are
now going to spend at ltast ten percent of the trining
dollars training parénts how to know and insist on' their
rights. This, too, is overdue.

Summary

Wordsworth talked about “émotion recollected in tran-
quility,” as a definition of poetry. It is dangerous to go back
and put wholesale labels or descristions on work so

‘recently completed, especially legisiative work. Neverthe-

less, lookmg now at the special education and rchabilita-
tion . provrsrons that resulted from last yeai’s legislative
activities, where-programs were continued, enhanced, and
fundmg leve's increased, I thinx it is fair to say that the
major new thrusts involved client-centered provisions.
Requiring a Client Assistance Program in each state,

making the National Courcil on the Handrcapped an
mdependent agency, setting aside a definite amount of the

trainisig’ money. each year:to make sure that parents get a

sbake in‘'i2e process, all of these could easrly be gr ouped
under thé category of client-center provisions that ‘are
much needed.

NOTL: To ‘obtain a copy of the kéhabilitation Act
described above, PL:98 221, with a full explanation of its
provisions, ask for Report 98-595. For the Education of
the Handicapped A=t Améndments, PL. 98-199, ask for
Report 98-191. These documents will be:sent to you
free of charge if you write to:

Senate Subcommittee on the Handicapped
113 Hart Senate Office Building

Washington, D.C. 20510

~

Professor Guiinar Dybwad presented the fol-
lowing speech on Community Living Alterra-
lives at a recenit national conference for leaders of
parent coalitions. The ovérwhelmingly po,silive
response of the pirent leaders to Professor Dyo-
wad's speech-prompted our inclusion of it here;

’ ‘ first, 16 serve as a further articulation of the rights

.of people with dis.bilities, and second, to give
some background io the concept of community
living.

Professor Dybwad brings 1o the dzsabzlzly-
rights movement fifty years .of" involvement in
‘human _services, beginning with -his work with
jJuvenile. delmquenls in.prisgns where the close

C’ommunity Living Alternatives

relationship between delinquency and disability
was inescapable. His view of the rights of children
with special needs is informed by the perspective
he gained from the larger world of the child-
welfare system.

Over the years, his broad involvement with the
rights of people with disabilities has touched upon
almost every domain of life—from educaticn, to
life syle, to leisure, to architecture and design-—
and._ has taken him to many countries. He has
recently served as President of the International
League of Societies for Persons with Mental
Handicaps, the international counterpait .of

continued’
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Professor Dybwad teaches at Syracuse Univer-
sity and is professor emeritus at Brandeis Univer-
Sity.

‘Historical Pérspective

My theme today is community living alternatives. This
term has been used in recent years to emphasize the
imperative that alternative placements should, 2nd can, be
made available for persons.in institutions. Ir they are
children, the placement of- preference is; of course, their
own home, or, if that is not feasible, some other familylike

‘arrangement, such as a foster home or small-group home.

Some of you may wonder why this is such a revelation. To
explain this strarige situation, we must question why, for
many years we essentiallyignored and devalued the family

asa focal -point of helpmg chlldren with severe handicap:

They were tired and resentful of
society’s discrimination against their
children, and. the Jdiscrimination
which hurt them most was the dis-
.crimination in education.

S =

About thirty years ago, parents of children with severe
handicaps gathered together in- p'rotest in:many countries
around the world. They were tired and résentful of society’s
discrimination against their children, and the discrimina-
tion which hurt them most was the discrimination in edu-

‘cation. They had learned to cope with the fact that, during

the..child’s early years, they could not get adequate. medi-
cal help, that no:attention. was given-to their children’s
developmental neéds, and that thére was no relief for them
in the 24-hour.daily care of their children. But, when that
child, upon reaching schooi age, was barred from school,

school being the most basic general expenence of any child
in. this and other countries, -this situation became in-
tolerable.

I think the: timing of this parental rebellion across the
world\had ‘something to do with the end of World War i,
for it was then that, for the i irst time, rehabilitation became
areality ona largescale. Untll that time, rehabilitation had
béen reserv.d for railroad workers, miners; and so on; but

‘rehablhtatlon asa broad program, or a movement, only.

occutred as a resuit of World War I1. In contrast to all the
negative things that happeneu-during World War 11, this
was:one very positive. sutcome. And this is what appar-
ently triggered parents in many countries—France, Nor-
way, Sweden, Australia, the United States—at just avout
the same time, to rébel on behalf of their children.

There are Some old-trners in this room who remember

‘howthese parents aot only bullt or rebuilt the schools.
:mnted the schools, provided the desks and materials, but

also taught in the schoot.. Of course, they.knew that was
not the best way to go about it, and soon, educators were
brought in to help. Work training, shelter~? workshops,
opportunity workshops, whatever you may- call. them,
bceame the next order of business. Organized recreation
entered the picture when we begged the YMCA to give a

Because of the s2chnical nature of
the schooling, the people c:utside the
home began to beé regarded as the
experts.

little space and some special hours when. 1€ swimming
pool was made available; because, in those days, it was
unthinkable to have handicappe 1 children swim with - ther
people.

So, there was movement and- progress, but this initial
rmpetus was all outside thie home. All the legislation that
was written, all the appropriations that were made, were
for services outs‘de the home. Because of the technical:
nature of the scheoling, the people outside the' home began’
to be regarded as the experts “This development created a
very strange situation and it is realiy notan exaggerauon to:
say that-in the shuffle—and it \ as a shuffle just to keep all
these things going—the family was lost and forgotten..

[ hope soine of you remember
what the Queen said when Alice
ask: I, ‘Where shall I begin? She
said, ‘Begin at the beginning.’

A prime factor in ihe support
which must be developed is early
interventiion.

Redisco ering the Family

I wanted to bring this picture of the early days to you so
that you might understand why some of us say now. with-
great satisfactiun that we are rediscovering the family. Iam
apt-to say when 1 talk to aud.ences, that we have-a lot to
learn from Lewis Carrol's. A%ice in Wonderland. 1 hope
some of you remember wha the Queen said when' Alice
asked, “Where shall 1 begin? She said, “Begin at the
begirning.” And that is the 2xciting new situation now. Itis
what has so basica'ly changed the fielc.

itishard forso:  of you newcomers to imagine whata

shift it is, what a rundamental change. to go back to the .

family and recognize that the key is there. Our challenge
has-been stated-simply and directly by Ed Skarnule.—
“support, not sup ~lant, the natural hom=.”

In the pa.t, the tendency was to supplant. Social




workers felt that parents-were too anx’2ty-ridden to take
«care of their severely handicapped children. Physicians
wanted to “protect™ the parents, so condemned the
children to institutions. Everybody, you see, had this
feellng that the family.was incapable. Brothers and sisters
were considered only as eiploited people, nobody thought
of the contributions- they c¢ould -make and the resulting
protectionand supp’\rt of them. So “support, .ot supprant

the natural home is the :motto that really is carrying us
forth and will bring us closer to my théme today.

Begmnmg At Birth

Many of the problems faced by families of children with
severe handicaps are due to unnecessary depnvauon, neg-
lect, and rejection beginning practically at birth.-Lam still
" being shocked today by incredible storics told by reliable
.parents of what physicians tell them, and what the com-
munity did not have available for their handicapped infant.

A prif..e factor in the support which must be developed
is early intérvention. The beginning, of course, willbring us
to the delivery room. In some countries, and rncreasrngly in
ours,-it-will bring-us to the midwife, and‘to the moment
“when thé mother is first made aware that she has given
birth t¢-a child with a severe handicap.

Any discussion of future devel-
opments in the field of childhood
disabilities needs to proceed from a
recognition: of the inherent strerigth
of the family to deal effectively with
the demands of raising a child with a
disability, provided the community
is ready.and willing to lend its sup-
port.

There is one quesuon I would lrke to ask you, to make
clear how little we know and how much we have yet to
‘learn and to organize on the basis of our learmng Thisisa
very srmple question, which I have asked in Bangalore,
India, in Melbourng, Australia, in Warsaw, Poland, in
many cities in thiscountry, indeed, anywhere in the world:
If in your community, a child is-born with a serious,
-immediately discernible impairment, what happens? Who
tells what.to whom, and-how is this initial message trans-
lated-into appropriate action? As‘k*yourself this question:
What would* happen, if tonight in the hospital in your
nerghborhood in the hospital nearest you, a child is born

. . with, shall we say, spina bifida? Who will see to it that there

s approprlate action to bring this family needed suypor-
tive services wnhout any damaging delay?

Now, let:i 'meé summarize this part of my remarks. Any
discussion of future development in the field of childnood
'*'M'“htles needs-to proéeed from a recognition, .of the
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inherent strength of the family to deal effectively with the
demands of raising a child with a disability, provided the
community is ready and willing to lend its suppaort.

Previous Assumptions

This recognition deviates distinctly from assumptions
and beliefs commonly held until (he recent past. In many
cases, today your physicians still hold these views. As a
matter of fact, most people with professional training,-6r.
those who havé simply read textbooks, still believe this. (If
you pay $56 for a textbook today, you had'better believe
what is in it.) They really beliéve that those wholesale
denials of the ability of families and the capabilities of
people with disabilities were based on scientific evidence.

‘In special education, as you know, we used research évi-

dence as the basis for denials of educability which we know
today were absolutely wrong Not only-do wé know they.
are wrong, but we have.proven that they are wrong. So,
this is one point you must keep in mind to see the magni-
tude of the change that is taking place.

Today there i is ample, uncontradicted evidence in the
literature of many countries that it was, as a consequence
of inappropriate counseling from professional sources and
the community’s: unwillingness to render assistance, that
parents concluded they were unable to cope with, their
severly handicapped child. As a result, a massive polmcal‘
structure of social services, not limited to institutions, has
been substnued for the care of the famrly It is only natural
that, from within. this massive- service system based on
public appropriations, we 2ncounter resistarce to change.

When A Family Can’t Cope:
Parent and Child Rights

The emphasis on the family a.*d on the roles and rights
of parents does not exclude an equal empbhasis on the rights
of the child with a disability. While we emphasize that the
famrly should be supported and allowed access to the
facilities and services needed to dealeffectively witha child
in their own home, we nust realize that there are families
that simply cannot cope with a severely handicapped child:

Unfortunately, if there is a disabil-
ity, the child is often transported to a
closed institution, which is a polite
term for jail.

In other situations, where there is no lisability, the
answer is very clear: the child goes to another family.
Unfortunately, if there is a disability, the child is- often
transported to a closed institution, which is a polite term
for jail. This would never occur in the child welfare system,
but ours is a peculiar situation. )

The fact that the chi'd has rights needs to be recognized.
This is something which, in many cases, parents cannot
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understand. 1 am very much concerned about cases of
youngsters-with disabilities whose parents simply state, “If
we don't want ourchild, it's our business.” Of course, it-is
most decidedly not only their business; it is the child's
buisiness.

Parents’ basic rights aré not inherentin parenthood but
in personhood. Their rights-as individuals, in individual
citizenship, are similar to those-of the child. They lLave
rights;.the child has rights. These rights have been articu-
lated very clearly through thé United Nations’ emphasis on

‘human dignity which resulted in the United Nations’Dec-

laration of Human Rights. While the parents who cannot

cope have the right to our support. support by relieving

them of caring for the child, the child has the right to livzin
a family.

Parents’ basic rights are not inher-
ent in parenthood, but in person-
hood. Their-rights as individuals, in
individual ¢itizenship, are similar to
those of th; ,child.

ln case of conflict, the scales of justice have to be put into
balance. If, on the one hand; -parents are embarrassed'to
have their child live in the community, and, on-the nther

hand, the child has the right to life and welfare, then-
-obviously tl'> parental embarrassment will not outweigh

the child’s right to live in the community.

Least Restrictive Alternative

‘Since many of you have been primarily oriented to special
education progranss, I.think:I can strengthen the argument
for community living alternatives by reference to a very-
important document originating with the Council for Excep-
tional Children: This document was passed by the open
convention of the Council for Exceptional Children in April,
1971. The dateisimportant because it predates two importa.it
right-to-€ducation federal court cases, PARC v. Stwate of
Pensylvania and Mills v. Board Jf Education of the District
of Columbia.

The document; “Basic Commitments and-Responsihilities
to-Exceptional Children,” first- asserts the principle that all
children-have-educational rights, and"then it says something

-very important: “Since the passage of the first public-school
laws in the mid-nineenth century, the principle has received

general endorsement and qualified execution. While lip ser-

‘vice i:as been pald to. tne intent of ihe principle, various

interprétations of the terms ‘education’ and ! ‘all children’ have
depnved L any chlldren of their rights.” I want to emphasi-

'Reynolds. Maynard, C EC Policies Commission Chairman. “Basic Com-
mitmentsand Responsibilitis to Exceptional Children.” a Position paper
adopted by the Council for Exceptional Children at its Miami Convention
o in April;1971, Reprinted in Exceptional C hikiren, 38, 2 (October 1971)
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that, with this document, a professional organization did
more than make promises for the future; it had the courage to
acknowledge past shortcomings and to call: for needed
change. The document sets forth the needs of children with
special learning problems, witha particularemphasis on their
needs in the family. )

One point which I would like to underline here deals with
the placement o1 chilérer in special school programs. Many
of you have heard of the concept-of léast restrictive alterna-

“ive. This concept was developed by a special educator fron-

e midwest, Maynard Reynolds, arid published in 1962 in:

Exceptional Children. In this article, “A ‘Framewark for.
Considering Sone Issues in Special. Education,” Dr. ‘Rey-
nolds outlines, in terms of special education, the proposition
that a child should be-restricted from general school orly to
the extent and degree that s actually needed. - emphasize that
this concept has it origin in special education.

Today we say “mainstreaming,” which is continually
wrongly interpreted as simply placing children in ‘regular
classes. What it really means is a direction: "You bring the
children closer to the mainstream; you do not dump them.in
-fie middle of the river. Mainstrearning follows a developmen=

tal process. It is often deliberately misinterpreted, _]l.lSt‘ ‘s

people ha ve misiriterpretéd thé process of demsmuuonahza—
tion for adults.

Problem Areas

From the information presented so far,-we can discern

twn problem areas. One is concérned with bringing to the-

families with young, severely disadleu children the kind of
financial and other support they need to care for their
children. Obviously, maternal and child health services are
central to discussions of services for thesé families.

While the parents whe cannot
cope have the right to our support,
support by relieving them of caring

Joi the child, the child has the right 10

live in a family.

e

The second problem area, and the one -which relates
specifically to our theme, is that of ¢hildicn, young people,
and ajults who presently are confined in state institutions,
for whom alternative residential accommodations canand
must bc made available. (My discussion does no. . mclude
mental hospitals and other facilities for the treatmeé. -of
mental illness'and acute mental distu bances, not because
these problems are not préssing, but only because I am not:
competent to discuss them in depth.)

1come from the field of child welfare. Children’s institu: -

tions were virtually eliminated four decades.ago. Large
congregate schools for the blind and deaf have dlsappearedl
in many states. Deinstitutionalization is not new; it has

been with us. But, we are still looking to find ways to deal -

with this problem, and the probl¢m is trémendous. The
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Secretary of Health and Iluman Services appeared in my
state-of Massachusatts ..o insist that the state spend 40
million dollars to-upgrade a state institution which a fed-
eral judge called a pigpen three years ago. Even after

"having spent 40 million dollars of tax money, the result can

still only be a redecorated pigpen.

One Solution
On the positive side, we now have in the making a
possible solution: an amendment to the Social Security

" Act which, over a period of time, would assist the individ-

ual states to:shift the federal share of medicaid funds for
long-terminstitutional arrangements to community-based,
ir:cg=ted, family-scale environments. What has happened

-pationwide over many years-is that federal suppoit was
‘contifigent upon certifying that people with disabilities

needed medical care. So, program adininistrators certified

that people who were by no means sick and did not necd-

medical care, needed it. Now there is a possibility that this

I have évery sympathy with the
parents who were persuaded and

often pressured to place their child-

ren in-institutions.

“requirement will be turned around so that federal resources

can be - used to reinforce commurity living, and not to

‘maintain institutions. This funding shift would also affect.
.. -those persons with developmental disabilities in terms of a

" newdefinition, one which would not be limited to children
. -with mental retardation, cérebral palsy, epilepsy, dnd neu-
.. rological disorders, but to anybody with a developmental
: -disability including physical disabilities, with the exception
.of mental illness.

But 1 do want to point out that we still have some

- problems that need to be attacked. 1 want to make oné

poiné quickly, unless 1 bé misunderstood: 1 have every
sympathy with the parents who were persuaded and often

-pressured to place their children ir institutions. Their

children have been-*n these institutions for twenty and-
thirty years. Such a parént may simply not be able today to
say, “Oh, you want to place my c' ud in the community;

fine, I understand.” I understand and defend the parent.
The people 1 am attacking are my professional coileague
who have done the deed, not the parent.

May I share with you astory. Itis a ,ovely storyabouta
mother whom 1 know well, who had a child with Down’s
Syndrome in New Jersey, and had been pressured to place
the child in an institution. She resisted, but the pressure
continued and she was made to feel that she was quite
irresponsible to her other children, as well as to the child-
with the disability. She finally called what in thosé days’
was the Department of Institutions and Agencies in Tren-
ton, and said to the switchboard operator, “I want to talk
with somebody about placing my retardeéd, mongoloid
child in an institution.” The telephone operator said,
“What do you want to do that for, Dearie?" and talked
with and counseled the mother for fifteén minutes over the
telephone. The mother-changed her plans and the.child
was subsequently admitted to a regular class in public
school. It was the telephone operator, who, lacking profes-
sional training, was able to ask, “What do you want to do
that for?” I sympathize with the parents; this is a problem
we have to solye. But parents are riot blind; if they discover
what other cHildren have experienced.in community resi-
dences, their resistance is going to.;lowly mclt away.

Assuring Quality of Care

What we have to solve, and where you.can help from
your experience with the educational system, is this ques-
tion of quality assurance. How can we be certain that, if we
have federal funds channeled toward the community, there
will b= quality of care? i

Coalitions and action committees have a role to play in
assuring quality o care. How to monitor, howto work
together with official peopie to get this quality assurance,
how to train monitors, whether or not to develop within
the profession a monitoring mechanism—these are urgent
questions about which we need to-think.

1 listen carefully when people say, “*How can you make
sure that if we decentralize the care of all these people and
place them in the community, there will be good quality of
cu:€?” Let me say, from the bottom of my heart, hat the
care could not be worse than it is in the-institutions,
Certainly, we have an obligation to ensure. that the new
answer will meet standards that are_compatible with our
belicfs.

ance for establishing,

Q

| Technical Assistanc: for Parent Programs ;|
,. As discussed in the last issue of Coalition Quarterly,
| 1, the Education of the Handicapped Act Amendments
-specified percentageé of thé annual education appropriations be set aside to support parent-to-
parent training and information-projécts throughout the nation, and to provide technical assist-
] developing and coordinating such programs.
}. Technical- Assistance for Parent Programs (TAPP) Project, coordinated by the Federation for
has been funded to satisfy this requirement for technical assistance.

organizations to providz technical assistance

"Recent Developments" (Vol. 3, Nuriber
of 1983, P.L. 98-199, require that a

A new national project, the

stwork of Parent Centers, the TAPP pro-

continued
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e ‘uetter understand the nature and needs of the handicapping conditions of their child;
o "provide followup support for their handicapped child's educational programs;
® "communicate more effecuvely with special -and regular educators, administraters, related
services personnel, and other relevant professionals;
e "particiapte-in educational decisionmaking processes including the development of their
handicapped child's ividualizéd educational program;
¢ "obtain information about the programs, sérvices, and other resources available to their
handicapped child, and the-degree to which:the programs, services, and resources are appro-
priate; and
® "understand the provisions for the éducation of handicapped children as specified under .
part B of the Education of the Handicapped Act." 3

Initially the TAPP Project will focus primarily on assisting the parent training and informa-
tion projects around the country which -eceived funds this rast summer from the Office of
Special Education Programs, U.S. Department of Education. Cynthia Gilles, project manager,
states that another high priority of the projéct ic to provide assistance to groups fran minority :
and other underserved populations.

Direct delivery of technical assistance will be provided reglonally through the following
five regional centers:

'NORTHEAST REGION
New Hampshire PIC (Parent Information Center), P.O..Box 1422, Concord, NH 03301. Telephone Lt
(603)224-7005. Judith Raskin; Dnrector, Carol Hogan, Technical Assistance Coordinator.
.MIDWEST REGION

PACER Center (Parent Advocacy Coalition-for Educational Rights), 4826 Chicago

Avenue, Minneapolis, MN 55417, Telephone (612)827-2966. Paula Goldberg, Director; Polly
Edmunds, Technical Assistance Coordmator.

NORTHWEST REGION

Washington- State./PAVE, 1010 South "I" Street, Tacoma, WA 98405, Télephone (202)272-7804.
Marty G ntili, Director; Jo Butts, Téchnical Assistance Coordinator.

SOUTHW S‘l‘ REGION

TASK (Team of Advocates for Special Kids), 180 E. LaVéta Avenue, Orange, CA 92666. Telephone
(714)771-6542. Raylene Hayes,.Director; Kathy Boka, Technical Assistance Coordinator

SOUTH REGION

PEP (Parents Educating Parents), 1851 Ram Runway, #104, College Park, GA 30337. Telephone
(404)761-2745. Mildred Hlll, Director; Carla Putnam, Technical Assistance Coordinator.

Federation for Children with Special Needs
312 Stuart Srreet, 2nd Floor
Boston, Massachusetts 02116
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Betsy Anderson is a founding member of the Federa-
iton for Children with Special Needs -and currently
serves as the Director of Health Issues for the Federa-
tion. 4 pioneer in the promotion of paren./ profes-
szonal»follabomtzon, Ms. Andeérson’s.involvement in
issues-concerning children with disabilities and
chronic-illyesses began with her oldest son Michael
who- was - bovn with multiple handicapping condi-

{ with health.care systems. During the past six years,
" $he has worked closely with state, regional and federal
-héalth agencies, state and federal departments of edu-
cation, private hospitals and parent orginizations to
address issues of concerni to families. Her work on
behalf of chronically ill children in Massachusetts has
helped develop models and options for children
;o ﬁatii)nwide.

B Parents and Professionals: the Essential
%  Partnership for Families in Crisis

by Ann Rogers Oster

. SKIP

. Sick'Kids.(need) Involved Poople
3 » by Karen A. Shannon

. Legal Issues and Interpretation
of P.L. 94-142

L by Reed C. Martin, ].D.

| Federal Initiatives on Home Care Under
the Medicai "d am. | ;

tiotis which Rhas necessitated continuous involvement-

with special health- needs has been changing

rapidly, largely in response to developments
outside of health care. Federal legislation that has
given parents a greater consciousness of their role and
1increased their legal rights in the special education of
their children has been a major influence. This evolu-
tic: has L.en complemented by a greater understand-
ing on the part of the medical co imunity of the
value o arental involvement.

In assessing the role of parents in health care, this
article notes significant forces influencing role changes,
with special consideration t6 movements in our society
which have had a major effect on the overall expecta-
tions and 10les of individuals with disabilities and
parents. Next, the traditional roles of “panems” and
parents in health care are considered, along with
recent changes. The opportunity for and the empha--
sis placed on consumer involvement in the overall
health system can encourage or discourage participa-
tion by families and individuals with disabilities.
This article looks at some of the messages conveyed
by systems, and closes with a list of benefits of active
involvement to professionals, -to parents and to chil-
dren with disabilites.

Disability Movement
Parents of children with disabilities and adults
with disabling conditions first began to form self-help
groups in the United States in the early fifties and
sixties. In an attempt to secure rights and services_for
persoiis with Jisabilities, families and pecble with
handlcappmg conditions joined together to use politi-
cal -processes. Since people with disabilities évery-
where had been denied even the most basic opportu-
continued on page 2

The role of parents in the care of their children
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This issue: of Coalition Quarterly focuses on par-
ent/professional collaboration in health care for
children with chronic illness-and-disabilities. Parents
of .children who have had significant .involvement
with health care systems share the perspectives gain-
ed from their personal experience — .perspectives
buttressed -by professional involvement with families
of children with similar-problems and with organiza-
tions devoted to serving that population.

Betsy Anderson examines the emerging role of
parents as consumers within the context of =cent
social,-legal and philosopnical trends. Next, Ann
-Oster discusses the emotional needs of parentsin cri-
sis, especially their need for peer supportand informa-
tion. Karen Shannon describes how one family’s
commitment to home care for their daughterled to
the development of SKIP, a national organization
devoted to making home care a possibility.for other
children with similar rieeds. Accompanying. Karen
Shannon’s' article is information prepared-by the
Region | Office of the Federal Health Care Financing
Administration describing federal initiativés support-
ing home care for certain children. In the final article,
Reed Martin provides an update of the significant
legal issues affécting the éducation of children with
special medical needs; focusing especially upon their
right to inclusion in the publiz schools. )

Although there is an overall emphasis on the issues
confronting parents and familie ; with children who
are medically fragile, the application t6 the broader
population of childreniwith.chronic illnesses-and dis-
abilities is clear. SKIP’s commitment to home care for
children with complex medical needs, for example, i$
helping to design workable solutions to problems of
home care that can be studied as models for home
and community based programs.

The National Network of Parent Centers 1s coordinat-
ed by the Federatipn for Children with Special Needs
312 Stuart Street, Boston, Massachusetts 02116

Western Office, P.O. Box 992,
Westfield, Massachusetts 01086

Martha H. Ziegler, Executive Director
Janet R, Vohs, Editor

This journal is prepared under Grant No. 029PH40047,

-& warded by the office of Special Education, U.S. Department of

Education. Grantees undertaking such projects under. govern-

ment sponsorship are encouraged to express freely their judg-

ment in professional and technical matters. Points of view or

opinions, therefore, do not necessarily. represent the Education
Department’s position or policy.

continued from page 1
nities — education, transportation, public access, jobs,
housing — there was much to be gained. )

Initially, incremental gains were made for specific
categories of. disability, often at the local or state le-
vels. These gains might have included an education
program for children who were deaf, provisions for
curbcuts for wheelchairs, or a vocational training
program for mentally retarded persons, for example.

By the late 1960s, groups organized around specific
disabilities began to realize that many of their needs
were common ones that might better be met by wark-
ing together for broad far-reaching reforms. Thus, the
decade of the 1970s gave rise to state and national co-
aiitions of disability groups, uniied with: o shared
goal of expanding rights for all people with dis--
abilities.

The efforts of broad coalitions of parents, adults
with disabilties, and committed professionals resulted
in the passage of revotitionary federal laws. The two
most significant of these .laws,..Sections 504 of the
Rehabilitation Acts of 1973 and the Education for All
Handicapped Children Act of 1975 (Public Law 94-

'142), became effective in 1977, Section 504 provides

that “no... qualified handicagned individual... shall
solely by reason of his han®™ s, be excluded from.
the participation in, be ucni - the benefits of, or-be
subjected to discrimination under any -program or
activity receiving Federal financial assistance.” P.L,

.94-142 guarantees a “free appropriate, publicly funded

education” to all handicapped children in the United
States. Many other state laws and local ordinances
vere passed around this sam time, expanding and
enhancing rights and opportunities for persons with
disabilities.

Consumer Movement

The consumer movement, which has had a power-
ful.impact on our society over the past twenty years,
has sought to protect the rights of consumers by
asserting that-systems should be accountable and that
those for whom they are designed or who are affected
by them shoutd play a partin their development and
evaluation. At conferences, participants are expected
to complete evaluation forms; on airplanes, passen-
gers are asked to comment on the service; at-home,
calls or letters request opinions on anything from
preferences for televisions shows to views on political
issues. Many péople serve n neighborhood and town
committees; in. human service agencies, nearly every
program has an advisory board which requests citizen.
input. Procedures to ensure parent and consumer
involvemnient were mandated in the ne' 7 special educa-
tion and civil rights laws mentioned earlier:

It is not surprising, therefore, that people with dis-
abilities and their families have taken the initiative to
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give feadback and to suggest ideas in medical settings
-and care.

Expanding Effects of Change

Change in one system can cause change in another
system in a number of ways until eventually it is felt
in every.aspect of society. Along with the new laws
came a sense of.entitlement; people also tegan to
internalize a new and different view of disability. A
sense of empowermént resulted from participation in
;the struggle ‘to create change and those who partici-
pated in the struggle began to employ their visions
and expertise to new issues and systems.

Parents, who under federal educations laws, have
the right to review school records, includmg medical
evaluations and reports, and to participate in plan-
ning in special education settmga ‘may assume they
have the same rights in other settings, such as health
care. There is an assumption that parents and’ indi-
viduals with disabilities have a right to basic informa-
:tion about themselves or their children, and thavthey
can participate meaningfully in planning and deci-
sion making.

People -who use various -special support systems
have grown much more knowledgeable about the
impact of these systems on their lives, and have gen-
erally raised théir expectations of them. Now, for
example, the belief that all children should go to
school has expanded to include the expectation that
children should benefit from education, and that students
should be prepared for work or for further education.

Increasingly, doctors and other health professnonals
have found themselves responding to questions raised
by parents and educators, questions not traditionally
regarded.as part of the medical domain. How many
classes siiall Tom, who has a cardiac problem, take
before needing to rest? Should Ann, in a wheelchair,
ride to school in a van with a lift, or should she be
learning to transfer? What should be the components
of a sex-education program for Susan, - teenager with
Down syndrome?

‘Normalization Principle

These questions are also reflective of how changing
attitudes and expectauons for children with handi-
caps and chronic illnesses have become part of the
social fabri. ‘More and niore it is assumed that_even
those children with serioiss disabilities, medical prob-
léems and developmental delays will attend school,
camp, take music lessons, play with friends, go on
trips, and live at home with their families. In short,
the expectation is that people with substantial disabil-
ities will live lives very similar to those of their non-
disabled peers.

Much of- this underlying change in attitude had its
origins-in the philosophy of normalization, first pro-
mulgated in Sweden by Bengt Nirje and later popu-

]
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larized 1n this country in the 1960s by Wolf Wolfens-
berger. While that movement was initially articulated
on behalf of mentally retarded individuals living in
institutional settings, its applicability to many other
disenfranchised groups becam. readily apparent.

The expectation for full participation in life for
persons with disabilities tha+ is implied in the philos-
ophy of normalization has placed pressurcs on health
systeins. Now, even parents of children with serious
disabilities cor ider cavi ig for them at home. Fami-
lies whose chitdren have complex medical needs for
parenteral nutrition, kidney dialysis, intravenous
medications and -oxygen, to use just.some examples,
are learning the necessary medical procedures. and
care which allow them to brmg their children home
from hospitals. At the same time, they are working
with other parents and professionals to develop-ade-
quate funding and community support systems. Coin-
ciding with this trend are two other importatnt fac-
tors: (1) Recent advances in medical technology now
make it possible for many more children’s lives to be
sustained, although with more serious medical com:
plications. (2) Efforts to shorten in-hospital stays in
order to lessen the high costs of hospitalization are
increasing.

In other instances, parents, often in conjunction
with professionals, work to extend hospital visiting
hours, expand play activity programs, and instigate a
variety of changes to make hospitals more responsive
to the needs of the “whole” child and family.

Changing Role of Family

Along with changing social expectations that have
dramatically chnged the roles of families in the care
of their children, families must learn to deal with very
complex sys*ms of health and social services. Fami-
lies and professxonals together must look at the entire
network of service systems and must assess the resour-
ces and donstraints of the network components, many
of which have overlapping responsibilties for child-
ren with disabilities.

Additionally, there are many more providers of ser-
vices on the scene. Physical therapy may be deliverzd
in a hospital, in a school or at home, by private thera-
pists, the visiting nurse association, an early interven-
tion or rehabilitation program; or therapy may occur
in another form such- as adaptive physical education
or therapeutic recreation. This means that families
are likely to receive information and advice from a.
variety of pecple whose views may nnt always
coincide.

It 1s the parents of a child who are the link among
the specialists and the only people who see the child
ir. all settings ‘over time. Therefore, parents must be
prepared to assume the role of providing the overall
management to coordinate the efforts of these many

3
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specialists and the needs of the child within the con-
text of the family.

Further, there is a sense that medical care and
treatment, while critically important at some mo-
ments, may have less significance at other times. In
some sense, the “limits” of medicine are most graphi-
cally seen with childrer and adults who will never be
cured. The tenidency of health care has been to view
and tr=at-in the context of acute care, with a goal of
curing:the patient. Now, many families and disabled
adulis reject-or at least question that view.

The charge to medicine is to be move humane, to
place greater emphasis on those aspects of a person
which are not disabled, to add coping and caring
skills to their curing skills. To some extent, people
determine for themselves the significance that disabil-
ity will.play in their lives. The correlation between

the extent of disability and the qualiltv of life is nou a-

given.

Changes in Health Care

Some of the most striking transformations that
have occurred:in health care have been; not in the
area of- disability, but in childbirth and obstetrics.
Women, while ref'ising to accept the “sickness” model
of pregnancy, have made, in the process, considerable
change in the way childbirth and deliveries occur.
“Preparation for childbirth” classes, fathers being n-

cluded’in the dehvery room, childbirth with minimal

or no anesthesia, in settings which range from the
music and low lights of the Le Boyer method, to
home-like “birthing centers,” to birth at home, are all
acknowledged today.

In Massachusetts in 1975, Children in Hospitals,
Inc.,, a parent-professional organization concerned
about the separation of children from their parents
during_ hospitalization, began surveying major hospi-
tals in the state regarding their policies of -visiting
hours and rooming-in. What was originally viewed as
a radical action, publicizing hospitals’ own state-
ments in such a way that families could compare
them, is now readily accepted and has been adapted
for use by groups in many parts of the country. The
original-survey has been expanded over time to in-
clude questions on related issues. )

Access to ~iedical information is ano:™.er area that
has undergone a great deal of change. In the past,
anyone wishing to obtain information on health care
or medical issues would have needed access to a medi-

«al library. While this is still true of much technical

material, any general bookstore can attest to the tre-
mendous increase in the number of books available
on health care and the human body. From Our
Bodies, Ourselves, 1o How to Be Your Own Doctor
(Sometzmes), to The Patient Advocate, all sorts of in-
formation and self-care books-fill the shelves. These

books are important not only because of the specific
factuzl information they contain, but also because
their very presence on the shelves communicates that
these are issues the general public should know about
and can understand. Now television shows -such as

those begun by Dr. Timothy johr ,n describe a
range of health problems and care, w e others de-
bate important medical/ethical 1ssues su. s genetic
choices, abortion, decision-making for ncwborns, in
ways that help both to inform and shape public
opinion.

Barri~-. :v.Change

Although, it is evident that consumers have made-

their voices heard in some areas of health care,those
parts of the system dealing with chroni¢ illness and
disabilitics have been slower torespond to such initia-
tives. Recent federal changes in the structure and

functioning of the Title V Maternal and Child Health

Cripplcd Children’s Services programs have, for the

first::time, mandated citizen input into the develop-

mient of state plans for thé distribution of féderal pub-
lic health funds. Certainly, there are health prof¢s-
sionals who have been able to include families
acuvely and appropnately in health care without any
special legislation or requirement. This inclusion has
not been the norm, however, and such professionals
have received very little recognition or reinforcement
from the health system or their peers.

There is still a sensc that health care lags behind
other systems, especially education, in the importance
placed upon consumer cr parent input. O.ie overrid-
ing explanation is that there is no real “system” of
health care and no commonly understood entitlement

by citizens. Medicine is generally in the private sector,.

while the majority of other services for individuals
with disabilities and their families are in the public
domain, a fact which may make unfair comparisons
in terms of accountability and access. A 1984 study
prepared for the U.S. House of Representatives Select
Committee on Aging identifies the United States as
the only major industrializcd nation in the world that
does not have a plan or system for delivery of health
care.
Other possible explanations include the following:
® Change is difficult to achieve .a any setting or sys-
tems. It is most likely to occur when there is impe-
tus from within, a structure or context within
which it can occur, and pressure from without, all
happening simultancously.
® The traditioral view of the pauent and fzmily by
extension, has been as a passive recipient of care.
That passive role, which may have a limited:place
in some acute care situations, is now recognized as
inappropriate for those individuals with chronic
continued on page 8
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Ann Oster has been actively promotmg and organ-
izing parent-to-parent support and information serv-
ices since the premature birth of her second child
Nicholas in 1979. She organized Patents of Stecial-
Care ‘Infants, Inc., a volunteer peer counseling net-
work which serves families in eight Baltimore area

c el et M e sman T S

hospital special care nurseries, and is ¢ founding

member of Parents of Premature and High Risk
Infants International, Inc. She currently serves as Spe-
cial Projects Coordinator ‘or the Maryland Commit-
tce for Children.

Drawmg upon her own experience as a parent and
her years of working with other parents, Mrs. Oster’s
address discusses the emotional needs of parents who
are coping with the crisis of the birth of a child with

significant special medical needs. She examines how

‘parents and professionals can best respond to those
needs.
The.entire text of this address is given below.

wo months ago, in Salt Lake City, Utah,
| Parents of 'Premature and High Risk Infants
‘International, Inc., sponsored its firsi annual
conference on Parent Care. This fledgling parent or-
ganization, running on. the adrenalin and personal
conviction of its members, had mustered the courage
to invite Drs. Brazelton, Graven, Gorski, Mangurten
and many other distinguished physicians, nurses and
social workers to join parents in presenting research,
clidical programs, and personal observations to an
audience that we hoped would number 150.

Thére were a lot of surpnses dunng the three days
of thé conference. When registration closed, nearly
370 — professionals as well as parents—had come
from as.far away as Florida, Maine and Hawaii.
There was ap; exhilarating sense of something big
happening: tae grassroots sprouting a new turf where
parents and professionals who care about premature
and at risk babies could talk with each other-and
learn from each other. Mutual respect and-trust grew
before our éyes as a hospital administrator advocated

[mc
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Parents and Professionals
The Essential Partnership for
Famili2s in Crisis

by Ann Rogers Oster

hospital funding for parent group coordinat > be-
cause he felt that peer support was cost effective.
Developmental pediatricians discussed the need to
make the bizarre, high-téch environment of the NICU
responsive.to the human needs of babies, parents and
staff,

It was an exciting notion that the technology cen-
tered approach to Neonatal Intensive Care is begin-
ning to give way to technoiug;, supported care that

-focuses on human heings—not just because of altru-

ism, buu because hard evidence indicates that a
humanized environment, and better informed, more
empowered parents make a difference in the medical
and developmental’ outcome of thesé babies.

Nearly as exciting was the clear implication that if
parents and professionals could work together to gen-
crate this conference, there was no limit to what they
could accomplish together for families.

Today, I have a similar sense of something big
happening as we move closer te seeing disabled and
at risk babies in the real life context of their families
and their communities. That at a conference of this
stature parents-are included-as experts on familv rela-
tionships is an enormous step toward a partnership
with limitless potential.

parents coping with the crisis of the birth and life

or death of a potentially disabled child. And I
want to examine how we— parents and professionals
—can best respond to those nceds. My own expe-
rience gives me both the advantage of a parent’s view
point, and the myopia of my own particular needs
and circumstances. But my years of talking and listen-
ing to other mothers and fathers bave-taught me that
although we may be able to generalize to the extent of
predicting the likelihood of parental anger or fear or
denial, the specific manifestations of those emotions
are as varied as the individuals who feel them. The
only way to discover what any collection of human
beings needs is by listening to each one.

Five and a half years ago, when my son Nicholas
was born prematurely, I felt more hostage than part-
ner to a gang of powerful professionals who sustained
his life and taught me the rules of a strange new var-
icty of motherhood. I didn’t question their compe-
tence in tr:ating any of us: my husband and I needed
to believe that someone had wisdom in this situation
that had spun our lives out of control' and made us

‘ 5
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wonder who we were and whether we were any good.
The individuals stand out who helped ne begin
rebuilding a serse that I was worth something: the
nurse who szi-and talked with me when she had time,
and loaned me a nursing text when 1 was frustrated
by my ignorance; the child life teacher who asked
how I was doing and then sat down to listen as I told
her; the physical therapist who celebrated: Nick for
what he could do instead of defining him by his
disabilities.

We were given very little information, and
our skills training consisted more of prohibi-
tions than positive actio:

But so many of our ccntacts with professionals
‘were‘frustrating or destructive to our self-csteein. We
were given very litle information, and our skills
triﬁl'ling consisted more of prohibitions than positive
action. So- we became expert at handwashing and
Aechuical j jargon about blood gasses and clectrolyses.
Instead of. veing instructed about how to:deal with
Nick's developmental immaturity, we were encour-
aged to play the strange:nursery game of pretending
he was a normal b7by..One day I asked a nurse how
this experience affécted mothers and babies in the
long run. She told me that a few mothers were abu-
sive, but most were just a bit overprotective. This was
scant preparation for the blast of my own emotions
over the next two years or so.

Information that Empoivers

It is no accident that handbooks like Helen Harri-
son’s The-Premature Baby Book— written by parents
— contain:the kind of information -that einpowers:
personal stories that illustrate and sanction the range
of normal emotional reactions, detinitions, rights,
pmctxcal mfonr.mon, skills, facts about survival rates
and what is.known about prognosns They don’toffer
protection from neeldless anxiety: parents know that
parents of disable Zind-at risk babies are already anx-
ious. What parents do offer other parents, through
literature and friendship and organized peer support,
is-respect, with empathy and without the burden of
clinical assessment — a precious resource for families
in crisis. Ideally, the survival skills that only parents
know are addea. ‘o the rich expertise of professionals,
who cure and teach and understand in a different
Wiy,

.Mechanisms That ' Defend Us:
Parents and Professiorals

I have spent a lot of time since Nick was born
examining how I felt ard functioned as a mother
when he-was ill, turning over in my mind my rela-
tionships with professionals and ' my family and other
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parents. The most destructive factor durang that
period was my owt- difficulty in accepting ity emo-
rional reactions. Viewed more obiectivily, the mecha-
msms that defend us from dispair are logical. Guilt
imphés & comforting measure of control over a situa-
tion with no rational explanation. Anger defends us,
against biame. Emotional detachment numbs the fear
of loss. Denial gives us time to learn new ways of
coping, and the energy and humor to fight the facts
in ways that sometimes generate new services and bet-
ter futures for our chil-ren.

Those mechanisms were logical and necessary, ‘but
at the same time they insulated me from the people
that .1 loved as well as from the painful facts of
Nicky’s illness. I wondered what was wrong with'm |
and I was too vulnerable to the judgements of the-
professionals who cared for Nick to ask:for their help
directly. I pretended to be more compsctent-than I'felt,
and missed opportunities for help..I was defensive
and demanding. I found fault with them for keepiug
a professional distance, thinking that if they would
just become personally involved with us, they could
provide the emotional support we needed.

I pretended to be more competunt thaw ifolt,
and missed opportunities for help.

I was at an inservice once that dealt with infant
death. I was sitting with my arms crossed, fecling irri-
tated because a-young umnarried social worker, rather
than a parent, was speaking about what families
‘need, when a nurse s:ood izp and described her diffi-
culty in coping with the death of a baby to whom she
had become attached. She talked about how terrible'it
had been to go into the nursery the next.day and see
another baby in the crib. She made me see the magni-
tude of my demand for personal involvement. Like -
familics, professionals must buil! the déienses that
allow them to function in the face of human tragedy.

3
Bu: families do need nurturing, and T am still  °

angry five and a half years later at the professionals -
who were too inscnsitive or unskilled. or hurian o
give me what 1 needed. I am still mad at the doctor

‘lio said, when Nick was three days old, that I was in

a awfully good mood for someone with such a sick
udby. T am miad at the ».urse who last .weck told
another -mother, who called at 11:30 at night to check
on her 2 1b..3 oz. son before she went to sleep, that-she
should cali back in an hour, after rounds. Ther.
that these incidents are worth recalling here is no,
prove that, like other people; protessionals make mis
takes, but hecause cumulatively their impact on fami-
lies is profound, and if w.: care for babies we must, -
meet the needs of famiies. n




The Crurial Coritact

Wheni ny daughter Bess was horn, one of the
unexpected benefits was membership in a community
of parents who brotught me chicken soup and nur-
tured me through the uncertainties of first time
motherhood. Like me they were fallible, and like me
they were available for listening to theories and in-

sights and frustrations. We served each other as a base:

line ‘for determining what was normal in ourselves
and.our children.

Once I made. contact with other parents after Nick
was bomn, I found the same¢ remarkable resource.
Other -paren'ts again pirovided me with a context —
often just by listening without trying.to reassure me;
sometimes by reinforcing half-formulated plans of
action; occasionally by confiding fears that mirrored
my own. My own healing during Nicky’s illness
began with those parents. Finding them was surpris-
ingly difficult. Through policies of confidentiality
and professional territoriaiity, the system impeded our
access to each other instead of encouraging this cru-
cial human contact.

. .. a kind of prelude

Nick had chronic lung disease and was on oxygen
until he was nearly a year old. He was rehospitalized
several times after his first two and a half months stay
in intensive care. One September day when he was
just over a year-old, he laboriously rolled himself to
my dresser and reached up to play with the shiny
brass drawer pull. I realized with a start that it was
the first thing he had ever done that had reminded me
of his sister Bess. Our questions about his develop-
ment didn’t begin to have answers until he was nearly
two.

Dunng much of Nick's early life the successes in
coping with his problem' belonged to professionals.
Only the failures were mine. I hadn’t had a healthy
baby, couldn’t seem to get him healthy, couldn’t com-
fort him-and, most painful, I didn’t feel connected to
him. I believed that I wasn’t capable of doing him
any good. I would like to read a poemn that I wrote
about surviving that period in our lives.

Bonding

Three years old on Tuesday,

think of it.

Two years ago I didn’t know that I could love you,
precious boy.

I look at pictures of that year,

and see your smiles,

and wonder how I could have missed them then.
But we were both so needy that first year:

you for breath and growth,

I for the healthy son who would reflect my strength,
not demonstrate my failure.

Q
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I gave you.all I had that year,
but numb with fear of doing you more harm,
I had so little.

Yesterday, looking at the pictures of your big sister
(I think you'd never thought before )

that she was once so small),

serious and funny, you turned to me and said,
“She was little and when she was born,

she was very, very born.”

No degrees of being born,

and yet for us there was a kind of prelude.
Three years since you were born,

Two since we began

the important part.

What Would Have Helped?

Like most other families, we were left alone, to sort
out these complicated emotional issues. Two things
would have helped: emotional support and infor-
mation.

The most realistic way to decrease families’
isolation is by providing them with access to
their peers: the other families for whom this
contact is part of their own healing.

Sometime after Nicholas had started nursery school
I saw a grainy, black-and white wdeotape that-dem-
onstrated what Dr. Brazelton calls the “irresistable
responsiveness” of a premature baby I almost cried
while I watched as-a 3 1b. preemie slowly followed a
ball with his eyes, looked for the sound of his moth-
er’s voice, and with heroic effort, finally turned his
head and even reached for her. A nursé practitioner
‘had- taught that-mother to read-the subtle clues that
could have drawn me to my son so-much earlier. It
was a piece of information, a teachable skill, that
might have changed the course of our lives:

Emotional support, too, was hard to come by. The
cornerstone of this experience is loneliness. Our fam-
ily was isolated by the physical realities of hospitaliza-
tion and therapy sessions; isolated socially by an
experience that few other families share, isolated from
each other by the crisis itself, with each family mem-
ber needing to curl up somewhere for comforting.

From Isolation to Membership in the
Human Family

The most realistic way to decrease families’ isola-
tion is by providing them with access to their peers:
the other families for. whom this contact is part of
their own healing. Peer support-is just a fancy name
for what happens in the office, and the grocery check
out line, and the halls of nursery school: mothers and

7
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fathers and business executives testing the accuracy of
their own perceptions, and moving from the isolation
of -their own feelings into their context as members of
the human race.

But it cait be a complicated task for families of dis-
abled and at risk babies to find their peers — particu-
larly durmg the first few months-or years when the
future is a list of unimaginable possxbxlmes rather
than a clear diagnosis. Nick was nine months old
before I met a mother whose baby had similar prob-
lems. I will never forget the incredibly intense feeling
of recognition and kinship that I experienced during
that hour-long talk in a hospital cafeteria. And later,
as our parent group flourished, I.saw so many other
mothers and fathers experiencing the remarkable sense
of connection that:had kept a group of strangers talk-
ing in a hospital parking lot until midnight after our
first meeting.

Sharing Resources

As parents and professionals we can best accom-
plish the difficult job of meeting families’ needs by
utilizing each other as practical human resources.
Parents developing literature or programs containing
medical or educational information must turn to pro-
fessionals for guidance. Professionals developing ser-
vices for families must draw on the special expertise

of families. A few years ago, I saw an intensive caré
nursery -parents booklet developed by nursing staff.
The project had been undertaken generously as a
service to parents, and the booklet contained good
information, but it began with a list of prohibitions
and its terminology “allowed” visiting, rather than
encouraging it. Exactly contrary to its purpose, it sub-
tly reinforced the powerlessness of parents.

Helen Featherstone said that when parents tell
about discovering their children’s handicaps, their
descriptions invoke images of cataclysm. As we care
for these familiés we must respect the magnitude of
their task. As they rebuild their lives, we must aid
them in ways that increase their strength and build
their self-estcem. It behooves all of us to set-out from
here determined to develop a forum where parents
and professionals can share the valuable and hard-
won knowledge that each-of us possesses.o

For more information about parent support contact:

Parents of Premature and High-Risk
Infants International, Inc.

Maureen Lynch, Executive Director
33 West 42 St., Room 1227

New York, NY 10036

(212) 869-2818

Parents as Collaborators

continued from page 4
disabilities whose involvement with the medical
system will generally be lifelong.

® Health professionals are trained to help by curing.
Therefore, by nroviding the answers and the care,
by doing the thinking and the worrying, by mak-
ing the hard decisions, an honest mistake may have
been made that this all-inclusive role benefitted
patients and families. Instead, this total-assump-
tion of responsibility has created dependency and
has discouraged individual action and thought.
Now, parents and consumers, with the impetus
gained from being recognized as partners with pro-
fessionals in other settings, sometime experience
frustration-and ¢ven anger at being treated in ways
they -may view as patronizing.

® Perhaps one of the most serious obstacles to change
is the very narrow view of disability which medi-
cine has held. By discounting the many other
aspects-of disabled peoples’ lives, the medical field
has been able to keep its sphere quite limited and
specific. While this has had some undeniable
benefits, doing so has necessitated thaL the focus
remain almost entirely on what is-“wrong;,” and
often cannot be cured. Consequently, other ap-

proaches, resources, and supports which could
uliimately help people live satisfying -lives have
been considered at best of secondary importance
and at worst ignored.

® There are few laws that give rights to consumers in
the area of health care. Section 504 of the Rehabili-
tation Act of 1973 is obviously an exception. Laws
governing public systems usually require access to
public records and-meetings for informing citizens
and eliciting their input. In lieu of such laws, the
medical system is bound by requirements of “In-
formed Consent,” an area of potentially great sig-
nificance, but one that is generally not well under-
stood by patients and their-families.

® Even with changes occurring today, the medical
system remains one of the most hierarchical of sys-
tems. Such a structure is not one-that readily lerids
itself to change. In fact, few medical settings have
policies or guidelines concerning-regular consumer
involvement, unlike nearly every other public sys:
tem, and many -private service agencies.

® Finally, a situation not limited to the health care
system, has been the lack of mandates or incentives.
for the many service systems which impinge upon
children and families to coordinate and collaborate
their activities.

a8

continued on page 15
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SKIP
Sick Kids (need) Involved People

by Karen A. Shannon

Karen A. Shannon is the founder and national execu-
tive director-for SKIP, Inc. [Sick Kids (need) Involved
People], .a non-profit organization of families and
public and private health professionals devoted to
supporting and facilitating home care for technology-
assisted children.

SKIP developed from the Shannons’ personal exper-
ience in creating a home care program for their
daughter Erin who has required the use of a ventila-
tor since shortly after her birth. SKIP has grown to
include chapters nationwide. Mrs. Shannon’s com-
mitment to home care for medically vulnerable child-
reii. which began with her struggle to bring Erin
home from the hospital, has led her to work closely,
with both- state and national Departments of Public
Health and Education to establish models for home
care. As a nationally recognized parent leader, she is a
frequent featured speaker at conferences and serves on
forums devoted to issues of home care and health
financing.

“I want to take her home, to love her and care for her,
but how? I can’t do it alone.”

This longing-and this question formed the basis for
our organization. SKIP was born in November 1979,
out-of the triutnphs and tribulations of bringing my
daughter Erin, who was suffering from a rare respira-
tory condition, home and the numerous challenges
we faced in keeping her home. It grew out of a car-
ing, committed partnership between one family and
one doctor, working together to make a normal home
environment possible for Erin.

Erin’s life was made possible through dramatic
breakthroughs in modern technology. This same
technology which gave Erin her chance for life and
growth initially continues to play a necessary role in
her continued survival. A similar depenc¢ acy on
medical technology is true of many chronically ill
and high-risk infunts and children across our country
— children who represent a new category of disabil-
ity, a category creaied by technology.

As_families with circumstances similar to ours
learned- of our successful efforts to care for Erin at
home, they began to contact us for advice. They
wanted to know what preparations were needed, what
resources were helpful, and how to access them.
Along with the help of Erin’s physician who had
been our advocate and partner throughout, her respi-
ratory therapist, and a small group of nurses, we
developed SKIP, a formal, organized approach to
meeting the needs of these families.

Karer.. Shannon and her daughter Erin.

Now, a national movement-is underway to develop
a regionalized system to- prepare families and com-
munties to care ‘for children who are assisted by
technology at home or in the least restrictive envir-
onment. A handful of families in the nation have
succeeded’ in bringing their medically intensive care
sustained children home. They have developed strong
complete networks of support drawing from all facets
of the medical, business, social and religious aspects.
of their own communities, relying on their own voli-
tion and initiative.

Importance of Collaboration: The Team

Knowing how to operate equipment and use- the
appropriate supplies is not sufficient preparation for
providing home care for an infant who is dependent
on technology and medical support. Successful adjust-
ment to home care occurs when parents’ psychosocial
and-instructional needs continue to be met. It is our
responsibility as parents, health providers, commun-
ity resource providers, and educators to work together.
to ensure success.

The quality and content of the collaboration be-
tween the hospital team, community resource pro-
viders, and parents can determine the success or fail-
ure of this specialized type of home care. The medical
team instrurts parents and home care providers on the
infant’s dizznosis, the proper use of equipment and

continued on page 12
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FEDERAL INITIATIVES ON HOME CARE
UNDER THE MEDICAID PROGRAM

prepared by the
Health Care Financing Administration
U.S. Department of Health and Human Services
Boston Regional Office

Historical Problem:
Medicaid fostered institutionalization because:

1. eligibility rules made certain individuals eligible
for Medicaid while in an institution but not while
living at home, and

services needed for care at home were not payable
under the Medicaid program, i.e., respite care, day
care (not medically oriented), chore services, home:
maker-services.

Short Term Solution:

Katie Beckett type of waiver addressed eligibility prob-
lem only.

o

Katie Beckett type of waivers were instituted as an
irterim solution to the eligibility problem to allow
the States time to develop and implement Section
1915(c) of the Social Security Act, home and com-
munity based services waivers, explained below. A
Katie Beckett type of waiver involved a decision by
‘the Department of Health and Human Services (HHS),
under existing authority contained in the law and
regulations for the Supplemental Security Income
(SSI) program,-not to apply the usual deeming rules
of the SSI program because it would be inequitable to
do so. Under usual deeming rules, the income and
resources of a spouse, or parents in the case of a child
under age ‘18, are deemed as available-to the individ-
ual or child applying for Medicaid if living in the
same household. An- institutionalized individual is
considered not to be living in the same household as
the individual’s family; tFerefore, the family’s income
i1s not deemed to the individual, thus making him or
her more readily eligible for Medicaid.

iThls mformauon was prepared for dxssemmauon’
“at the “Home CareIssués foi Cluldren w1th Serious
"Medicil. Néeds-Conference’” -held ‘in Boston -on.
-‘March l 198, "The cohferencejprovxded an oppor-

‘ nd .the’ Reglor;’l Offxcc, Pubhc.‘
5,U.S. Depanment .of ‘Health .and

12/31/84. Previous determinations will remain in effect;

‘be paid by the State’s Medicaid program. In addition

100

An HHS Board was established to review States’
applications for waiving normal SSI deeming rules in)
individual cases. Regulations published on 6/4/82
and revised 2/15/84 spelled out the conditions that
needed to be satisfied for the Board to approve a Katie
Beckett type of waiver:

.a. deeming led to Medicaid ineligibility;

b. eligibility in non-institutional setting would yxeld
Medicaid savings; and

¢. quality of care would be maintained.

The Board stopped accepting new applications as of

as long as the conditions are satisfied. Applications
pending as of 12/31/84 will be considered. New cases’
should be handled by the States through. Section
1915(c) waivers, particularly the model waiver.

Long Term Solution

1. 1915(c) home and community based services waiver
(includes the model waiver) addresses both the
eligibility problem and home care services problem,

Section 1915(c) home and community based services
waivers are sometimes referred to as. Section 2176
waivers because Section 1915(c) was added to the
Social Security Act by Section 2176 of the Omnibus
Budget Reconciliation Act of 1981. Section 1915(c) of
the Social Security Act allows a State, under a waiver
approved by the Secretary of HHS, to provide home
and community based services to individuals who
would otherwise require nursing home care that would

to paying for traditional non-Medicaid services, a Sec-
tion 1915(c) waiver allows a State not to deem a fami-
ly’s income to ihose home care clients who would
qualify for Medicaid if institutionalized but would
not qualify while living at home if the usual SSI
deeming rules were applied.

Model Waiver: preprinted Section 1915(c) waiver appli-
cation that can be used by the State under the follow-
ing conditions: -

a. no more than 50 blind and disabled children
and adults can be served per model waiver
request;

b. some of the blind and disabled children and
adults involved in the waiver must need a waiver
of the usual SSI deeming rules to qualify for
Medicaid while living at home; and




c. at least one home and community based service
must be provided,

The model waiver is seen as the main vehicle for deal-
ing with the Katie Beckett type of waivers now since
thé"Board is not accepting any new applications. The
model* waiver was developed to expedite review of
‘waivers inwvolving smialler populations. It can be used
for just one individual. The application form consid-
erably snmphhes the process of requesting a Section
1915(c) waiver.

Model waivers, as all Section 1915(c) waivers, must be
acted upon by HHS within 90 days or they are auto-
matically approved. HHS has one opportunity to
request additional information. HHS then has 90
days from receipt of the additional information to
render a decision.

2. Medicaid Coverage -of Home Care for Certain Dis-
abled Children, Section 1902(e) of .the Social Secur-
ity Act, added by Section 134 of the Tax Equity
and Fiscal Responsibility Act (TEFRA) of 1982,
addresses eligibility problem only.

Coalition Quarterly

A State can choose to amend its Medicaid plan to
cover certain disabled children who satisfy the follow-
ing conditions:

a. the individual would not qualify for Medicaid
at-home‘under the usual SSI deeming rules, but
would qualify for an SSI or State supplement
payment and, therefore, Medicaid in certain States
4f he/she were-in an institution;

b. the child requires a level of care provided in a
hospital, skilled nursing facility, or intermediate
care facility, including an intermediate care facil:
ity for the mentally retarded;

c. the child can be appropriately treated at home
(outside of an institutional setting); and

d. the cost of treating the child outside the institu-
tion does not exceed the institutional costs.

This option does not provide for any additional-ser-
vices 'to ‘be provided to the disabled children; the
children are made eligible to receive the services pro-
vided under the State’s regular Medicaid program
only.o

The federal initiatives described above contain
provisions permitting states to offer, under their
Medicaid plans, coverage for home care services
to certain children with-disabilities who would
otherwise be institutionalized, even though a
family’s income and resources exceed the state’s

-normal financial eligibility standard. Since
Medicaid is a state administered program, how-

waiver program and to determine the type of
waiver program it will put into place.

For more information on a state’s waiver pro-
gram, contact the state agency that administers
the Medicaid program. If there is a question
about the appropriate-agency, contact the Fed-
eral Regional Office of the Health Care Financ-
ing Administration.

ever, each state has the option to implement the

Roston Régional Office

John F. Kennedy Federal Building,
Room 1309

Boston, Massachusetts 02203

(617) 223-3697

Connécticut, Maine, Massachusetts,
New Hampshire, Rhode Island, Ver-
mont

New York Regional Office
26 Federal Plaza, Room 3811
New York, NY 10278

(212) 264-8517

New Jersey, New York, Puerto Rico,
Virgin Islands

Philadelphia Regional Office
3535-Market Street, Room 3100
Philadelphia, Pennsylvania 19101
(215) 596-6828

‘Delaware, District of Columbia, Mary-
land, Pennsylvania, Virginia, West Vir-
ginia

Kansas City Regional Office

New Federal Office Building, Room 235
601 East 12th Street

Kansas City, Missouri 64106

(816) 758-3539

Towa, Kansas, Missouri, Nebraska

Denver Regional Office

Federal Office Building, Room 628
196 Stout Street

Denver, Colorado 80294
(303)-327-6149-

Colorado, Montanas, North Dakota, South
Dakota, Utah, Wyoming

San Francisco Regional Office-
100 Van Ness Avenue, 14th Floor
San Francisco, California*94102
(415) 556-6560

American Samoa, Arizona, California,
Guam, Hawaii, Nevada

Seattle Regional Office

2901 Third Avenue, Mail Stop 502
Scattle, Washington 98121

(206} 399-0438

Alaska, Idaho, Oregon, Washington

i01

Atlanta Regional Office
101 Marietta Street, Suite 701
Atlanta, Georgia 30323

(404) 242-2163

Alabama, North Carolina, South Carol-
ina, Florida, Georgia, Kentucky, Missis-
sippi, Tennessee

Chicago Regional Office

175 West Jackson Boulevard, Suite
A-835

Chicago, Illinois 60604

(312) 353-9840

Hlinois, Indiana, Michigan, Minnesota,
Ohio, Wisconsin

Dallas Regional Office

1200 Main Tower Building, Room 2400
Dallas, Texas 75202

(214) 729-6418

Arkansas, Louisiana, New Mexico, Okla-
homa, Texas
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SKiP
Sick Kids/(need) Involved People

continued from page 9

supplies, mfant assessment ‘tools, cardiopulmonary
resuscitation, and methods for documenting events. It
helps identify and: address psychosocial problems,
including fears and misconceptions. In essence, the
team provides the training and support needed to
enable parents to willingly and appropriately assume
-responsibility for their child with chronic/acute ill-
nesses.

The team’s goal is:to help the families understand
several realities of home care:

e First, that their infant, faced with a potentially
long-term illness, could suffer from an acute epi-
sode such as severe respiratory distréss, leading to
possible death or damage at any moment.

® Second, in administering their own special “In-
tensive Care Unit,” families must cope with operat-
ing requirements and iimitations of medical devi-
ces,-supplies and services, and know how to safely
adapt to these limitations.

o Third, the family must receive and welcome the
Medical/Resource/Support Team into their life as
their-infant’s “LIFE LINE.”

® Finally, the family must assume direct responsibil-
ity and understand the consequences of this re-
-sponsibility should their infant require crisis inter-
vention in the home.

This challenge, complete with many rewards as
well as heartaches, represents a responsibility and an
acceptance that requires major changes in lifestyle
and values to achieve the goal of “Intensive Home
Care.”"It is critical that what is asked of each parent
reflects the realities of Home Care Team participa-
tion. This endeaver cannot be achieved alone.

Components of Successful Home Care Placement

‘In addition to the overall importance of team col-
laboration, successful home care placement of tech-
nology-dependent children requires several- interrelat-
ed components.

® Strong family commitment. Commitment of the
parents to each .other as well as to the child is very
important.

® Thorough discharge planning. A home care pack-
age should recognize the concept of on-going fam-
ily adjustment. You adjust, but-you-must reaccept
your situation every single day, and some days you
just cannot do it. That is why respite care, counsel-
ing and -parent support groups are essential. After
parents-have had their child home six months, they

participate in a parent-to-parent network.

® Team approach to planning and follow-up. Al-
though we see the physician as the primary focal
point to make home care work, active multidisci-
plinary.participation is vital.

® Nursing care. Nursing care is the backbone of the
home situation. It is neither fair nor realisiic to
expect parents to care for their ventilator-depen-
dent/respiratory failure child indefinitely on a 24-
hour, 7-day a week-basis.

® Adequate, flexible funding. To make home care
work we must recognize that some families can
cope with fairly minimal supports, while others
may require high levels of support and assistance.
Flexible funding is vital because the family situa-
‘tion changes over time, and home care arrange-
ments need to adapt accordingly.

® Quality assurance. Monitoring is needed to assure
that the services and -the products being delivercu
in the community are of the highest standards
possible.

SKIP’s Role

SKIP provides education, peer support, and other
sesources to assist families who have decided on home
care for their hospitalized child by -preparing and
maintaining a network for the safeé and- controlléd:
intensive care management of the child. SKIP prc--
motes every child’s right to an enriching, meaningful
life, in as normal a life style as possible, preferably
within the natural environment of the home. Our
objectives include:

Education: Develop materials to meet the educational:
needs of the child/family, health care profes-
sionals, and community agencies, in addition to
increasing public and professional awareness
about specialized pediatric home care issues.

Resource: Identify the resources that are available to
families and providers, and assist in the expan-
sion or development of new resources.

Family Services: Assist families in identifying and
accessing resource services, and providing family
support.

If SKIP can be of assistance in developing your
home care program or in seeking funding alternatives
for these children’s home care plan, please contact the
National Headquarters of SKIP, 216 Newport Drive,
Severna Park; MD 21146, (301) 647-0164.

With more and more children surviving illness and
traumatic births, SKIP continues to build a partner-
ship of care to ensure that new specialized home care

families will survive and grow as a family, together at

home.
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Interpretation of
P.L. 94-142

by Reed C. Martin, ].D.

The following address by Reed Martin, J.D., was
delivered at the “Home Care for Children with Serious
Handicapping Conditions” conference by the Associa-
tion for the Care of Children’s Health and the Divisioti

of Maternal and Child Healtk, Public Health Service,.

U.S. Department of Health and Human Services held
on May 27, 1984, in Houston, Texas. This address is
exerpted from the published conference report with the
permission of the Association for the Care of Children’s
Health and thé author.!

Reed Martin currently. =rves as staff attorney for the
Texas Developmental 1 ‘sabilities Protection and
Advocacy agency operated * ) Advocacy, Inc., in Austin.
He aslo serves as consultarit to the Education Resource
Network, the parent training and information program
operated by Advocacy, Inc.

Iam an attorney who has been working with parents
of children with disabilities for 15 years. Two years
ago my son was in an automobile accident. He was
brain-injured, and although he has recovered remarka-
‘bly, he has chronic health problems and needs medica-
tion. I understand well-the issues involved with educat-
ing a child with disabilities, because I-am never sure
when my son might have to be absent from school. This
situation can be very unsettling, not only for the parents
but also for the teachers, and as we see in the following
examples, the issues surrounding education for the
handicapped have been unsettling for the courts.

Many of the issues-that you face may not only have
already been addressed by federal courts, but also-may
have been decided in your particular jurisdiction. You
may not know about it, the school may not know about
it, the hospital may not know about it, and even many
attorneys may not know about it. Let me illustrate the
extent and nature of the problem by quickly describing
three cases.

Tatro Case

The Tatro case, which originated in Texas, was
argued in the Supreme Court on April 16,1984. It con-
cerned a girl with spina bifida who is slightly disabled
and who needs clean intermittent catheterization. She is
now eight and a half years old and is capable of self-
Catheterization, which makes the-whole case a moot

Y Home Care for Children with Serious Handicapping Conditions:
A Report-on a Conference Held May 27, 1984, Houston, Texas.
Linda Harteker, editor.-Washington, D.C: The Association for the
Care of Children’s Health, 1984.
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issue; however, the case originated five years ago when
shesstill needed assistance. The school district refused to:
take the responsibility, claiming it was too risky. After
the school’s initial victory, the parents won their appeal
at the district court level and twice at the circuit court
level. In spite of clear.legal mandates that related sérvi-
ces must be provided; the school appealed to the
Supreme Court.

As we worked with the Tatro Case, we were impressed
by the incredible-diversity of policies with regard to
such matters. A school district next to that of: the
Tatro’s, for example, catheterizes 400 children daily in
their public schools; another school district. however,
has recently threatened to fir¢ a school nurse if she
continued to.catheterize a child. They feel that such a
child imposes too great.a liability or burden on the
system. It was also evident, from their questions while
arguing the Tatro case, that the Supreme Court was
unclear as to the needs and capabilities of children with
disabilities and the role of the schools in meeting them,
especially with regard to the type of medical problems
children are bringing to public schools today.

In so doing, the court emp hasized, with
great wisdom, that the chronic medical needs
of a child must he balanced with-the over-
whelming need and right to associate witii
his or her peers.

On. July 5, 1984, the Supreme Court ruled un-
animously in favor of the right of students to attend
school and receive any needed services. This ruling
gredtly expanded the definition and scope of related
services. The court rejected the notion that medical
needs, excess costs, or stafi liability should impede
school-attendance. They affirmed that children, under
P.L. 94-142, could receive any and all services needed to
reach, enter, exit, or stay-in school.

Espino vs. Besteiro

Espino vs. Besteiro, which also originated in Texas,
concerned a boy who-had been seriously hurt in an
automobile accident. He used a wheelchair, and his
body could no longer control his skin temperature due
to injury to his hypothalamus. As a result, he had to be
kept in an environment with a temperature range of
about 15 degrees. The school decided to solve the prob-
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lem- by putting him in anair-conditioned plexiglass
cube five feet square. Thé court disagreed with the
school’s position and ordered that the boy be placed in
an air-conditioned classroom where he could interact
with classmates. In so doing, the court emphasized,
with great wisdom, that the chronic medical needs of a
child must be balanced with the overwhelming need
and right to associate with his or her peers.

Dorr Case

The Dorr Case was decided in April,. 1984, by the
Ninth Circuit Court of Appeals. It concerned a girl who
needed suctioning, and since she could usually aaniici-
pate the need, it rarely caused a problem. That the tube
mlght hecome dislodged was a concern because reposi-
tioning the tube requlred a higher standard of care and
immediate attention. The school organized a meeting
of all the staff who would come in contact with this
child. Everyone in her normal environment — teachers,
cafeteria employees, custodial staff — was asked to
attend. It was a disaster. Teachers filed grievances with

Many children, however, can be in a
totally normal academic program and still fit
the special requirements; the asthmatic-child,
mentioned earlier, is a perfect example.

their appropriate union offlcals and refused to have
anythmg to do with this child. Because she was barred
fr»m any admission to the public schools, she has been
in-a private school at public expense ever since.

The Ninth Circuit Court was critical of the school’s
failure to explain its reason for denying her admission
to a publicschool. The lessonto be drawn from this case
is that we have to be concerned not only with planning

the program, but.also taking a look at teachers’ and

school employees’ needs, concerns and fears. This deci-
sion is now in appeal. in the United States Supreme
Couirt.

The child has a right to be in school. A reviéw of the
legislative history makes it clear that attitudinzl prob-
lems of this nature be addressed at the IEP meeting. In
Senate Report:94-168(1975), Senator Stafford expressed
the hope that *“ ... teachers’ participation in these IEP
conferences will have-a positive effect-on attitudes of
teachers toward the child. .. ” Senator Randolph, in the
same report stated, ‘“The integration requirement of the
bill {Senate Bill 6] requires inservice training of general
and special personnel in dealmg with the general prob-
lem of attitudinal barriers.” In addition to such inser-
vice being included in the IEP as a needed service, the
IEP meeting itself was viewed as a. problem-solving
process, or inservice opportunity, for teachers, parents,
school nurses, and others to confront such problems.

Fomtunately, both P.L. 94-142 and the majority of

the federal court decisions in such cases really do sup-
port common sense. The courts require that decisions
about educational placemem be made onan individual
basis. Although in some cases they have required
schools to accept children with communicable diseases,
there is always spe:ific attention to individual needs-
and circumstances.

The integration Imperative

One of the most important things. to understand is
that we are dealing with the educational experience of
these children, not their academic experience. The
courts define education broadl', including social inter-
action. Most couits quote the Supreme Court decision,
Brown vs. Board of Education, the 1954 school desegre-
gation case, which rcaffirms that we need mtegrauon
not because a black child can only learn'if he or she is
sitting next to a white child, -but that interaction and
social integration are part of the experience of educa-
tion. That can only happen if handicapped and non-
handicapped children have an- oppoftunity to learn
together in the social setting of the classroom. Short-
term hospital-bound or home-bound programs are cer-
tainly needed, but the long-term solution has to be
maximum integration.

Many handicapped children do not need specially
designed- academic instruction. A lot of us think of
special education as being only for children with men-
tal retardation who need special academic programs.
Many children, however, can be in a totally normal
academic program:and still fit the special education
requirements; the asthmatic child, mentioned earlier, is
a perfect example.

Importance of Individualization and
Flexibility
Individualization is the key work in almost all these

The IEP nieeting can set the stage for a
cooperative effort to integrate a medically
involved child into the school.

decisions. A school district that makes a categorical
decision gets struck down in court. The individualiza-
tion even extends to making changes in the length of
the school day or the academic year.

The thrust of P.L. 94-142 is 10 get every single child,
aged 3-21, into the public school. Anything that inte-
rupts that contact is disfavored. The individualization
education program (IEP) must constantly be modified,
taking into account new information and feedback.
The child may get better, or worse; he or she may have to
go back for.chemotherapy, or may develop a memory
problem. The program obviously has to be flexible.

The IEP meeting can set the stage-for a cooperative
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cffort:to.integrate a medically involved child into the
school. A minimum of three persons should participate
inan IEP meeting; the teacher, someone from adminis-
tration, and the parent. The teacher plays the most
important role, because it is the teacher who indicates
what he or she thinks would be appropriate for that
child and whether it is feasible or whether additional
resources will be needed. One teacher might say, “Ican’t

-deal with a child like that. I can’t suction a child. I'd

faint.” If a child in the class dies, one teacher may be-
able to create a beautiful program built around the
child’s death for the other children in the class; another
may be absolutely-destroyed. Here is an example of a
point whcre a teacher can say, “Hcy, somebody’s going

Coalition Quarterly

to have to help me.” Plans can proceed from there:
Role of State Education Agency

Finally, in interpreting P.L. 94-142, the courts have
made it clear that the state education agency is in charge
of coordination of education prograins. In a number of
cases which have gone to circuit courts, the courts have
stated that Congress intended that single agency author-
ity rest with the state education agency. If a child is
somchow falling in the cracks among the health associ-
ations, crippled children’s services, family services,
social services, and human resources department, P.L.
51-142 very clearly says that the state education agency
has the authority to coordinate that child’s education
program.a

1. Transportation: special equipment (scat bely, etc.),
assistance from vehicle to school
- Building accessibility and bathroom accessibilty
. Occupational therapy, physical therapy, speech
therapy
4. Medications: copy of prescription for files; whois to
give them (student, nurse, teacher, other); side
effects; where will they be kept?
. Stamina
. Positioning
. Self help skills: feeding, dressing, toileting, need for
assistance or training, or both
. Special medical needs while in school
. Special supplies or equipment: storage, anyone to
be notified?
10. Backup medical support: who, where, what emet-
gencies likely to arise?
11. Equipment nceded for student to progress cffec-
tively: typewriter, computer, special grip pencils

(S0
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Areas to Consider in Writing Individualized Educatlon Plans for
Students with Physical Disabilities or Special Health Needs

Developed by Betsy Anderson

13. Art/music. other enrichment classes and activities:

14. Physical education: regular program as is, modi-

15. Mobility and need for any assistance, regular pro-
16. Fire safety: a plan with indications of who is
17. Field trips: transportation, aide, any special com-
18. Extra curricular activities (this is a Sec. 504 issue):

19. Home. hospital tutoring: is this needed now or will

2. Specially prepared curriculum materials: infor-
mation to be taped_ or prepared in a different way

modification needed for inclusion

fied, or adaptive physical education program; spe-
cial equipment or staff required

vider and back-up person

responsible and back-up person

ments

transportation, aide, any special comments

it be likely to occur; outline plan, even if only
tentative

Parents of Children with Disabilities

as Collaborators in Health Care

continued from page 8

What Consumer Involvement
Communicates

Oprortunities for consumer involvement may take
many forms and the availability of these opportuni-
ties plays an important part in shaping consumer
perceptions. Consider the messages which are con-
veyed, albeit unintentionally, to persons with disabili-
ties and their families when they are denied the
opportunity to be involved in their health care.

-Interpretations of this type of exclusion may be: 1 O f)

RIC

Aruitoxt provided by Eic:

1. The value of the contributions families and indi-
viduals can make is negligible.

2. Professionals know best and can handle it all. In
fact, if they are not doing it, then it must not be
important.

3. People with disabilities and their families get in
the way and slow down the process. They are part
of the problem, not part of the solution.

Value of Involvement

® Knowledge gained through experience has value.
Personal experience has a value in decisions per-
taining to one’s own life. The sharing of ideas and
findings that arise from personal experience may
help others in similar situations and may prove
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valuable to professionals in their dealings with
others.

People can contribute to their own well-being.
Pcople, even when they have substantial problems,
as outlined by Norman Cousins in his book Anat-
omy of An lllness as Perceived by the Patient, arc
not completely helpless. Their contributions may
be in terms of philosophy, attitude, or approach to
life; or may be in the form of concrete suggestions
or models, such as designs for a better ramp, mak-
ing the “PKU diet” palatable, ctc.

-People can grow, develop, and adapt. Initially,

there may be questions about how much a person
who is newly disabled or a family whose child has
just been diagnosed as handicapped can contribute.
What is important, however, is that they receive the
message that over time the majority of people do
cope and that everyone has the potential for
growth. This assumption is vital to people’s ongo-
ing growth and developing seli-concept.

There are also times in pzople’s lives when they
may have less to contribut that at other times; even
the most competent, articulate, motivated individ-
ual may have “down times.”

The person with the disability and the family have

-the main responsibility to provide input and fol-

low-through care. If the level of expectation is low,
then it is very possible that the outcome itself will
be less than it might have been. If no one ever asks
the family to comment, or provides an opportunity
for such input, the family may stop considering
other resources and begin to-disregard their own
thoughts, thereby cutting off an important source
of creative problem solving. Taking responsibility
for active, informed participation or wanting it to
be a part of one's role has positive implications for

-carrying through with treatments and care. Noting

and reporting results, making suggestions and
modifications to professional recommendations, all
are part of responsible participation.

None of us has all the answers. Pcople are affected
by and respond to situations in unique ways; for

any given probiem there may be many solutions,
or relatively few. Even when many solutions are
possible, the particular circumstances may render
some or all of them inappropriate. In one scnse
there are never too many ideas or solutions, and we
should encourage thought from many sources.

We can learn from one another. Whether parent,
professional or a person with a disability, each of
us possessés experiences, knowledge, and perspec-
tives that can contribute to the overall picture.
While some people can be expected to have large
pieces-of- the puzzle, others .may have smaller but
particularly critical pieces. To develop or to en-
courage development of a system where partici-

pants are discouraged from secking solutions from
others, or where it is only permissible to seck
answers from particular individuals, is to narrow
unnecessarily the range of resources.

® The system is accountable. It is important that
consumers know that the system does not merely
pass out information and treatment without regard
for whether these “work.” Consumers need to know
that there are reasons behind what is done or sug-
gested; that indeed, on occasion mictakes are made,
and that there are procedures for review and reme-
dies for these-occasions. In short, consumers need
to know that the system works for them.

¢ Individuals can incorporate new ideas and can
(even) change systems. Socicty is not limited to
what.it is today. Existing policies and practices can
be critically examined to determine what works
and what does not, what is worth keeping and
avhat is not.

Benefits of Consumer Involvement
Consumer involverient can take many forms and.

can- include a variety of activities. At its best, such

involvement should be jointly designed with profes-

sionals and should include the possibility of partici-

pation by both individuals and groups, on personal

as well as systems levels. The following are some im-

portant components of such a system:

® Ongoing provision of up-to-date, acrurate infor-
mation about self, care, services and entitlements

® Participation in the determination and delivery of
services

® Preparation and training for the specific activities
and roles to be carried out

® Process for giving feedback and evaluation of care
and services

® Links to other caregivers and settings, including
-those outside ol health care

® Links to adult service systems and, in- parvticular,
opportunitics for adults with disabilities to partici-
pate in a variety of ways: as employees, as consul-
tants, and in various advisory capacitics

® Participation in the development of policies which
govern the particular setting

Since professionals everywhere are likely to be over-
scheduled and overworked, it is possible that consu-
mer involvement may be regarded as one more task.
Some reasons professionals may want to involve con-
sumers in their work include:
¢ It may be considered an important goal, in and of
itself.
¢ It may overlap with other, alrcady existing goals or
tasks.

e It'may, in fact, be required by state or federal law
or by agency policy.

® It may provide bencfits to professionals (personal,

-106




Aruitoxt provided by Eic:

Coalition Quarterly

political, public relations, advocacy, funding, etc.).

Benefits to Professional Staff

1. Better planning and services. Greater understand-
ing of the issues for people with disabilities and
their families leads to better questions and better
answers.

2. Compliance. Families who understand the philo-
sophy behind recommendations for cme 2nd treat-
ment and who Liave had a role in the précess may
be more likely to carry out recommendations.

3. ‘More ideas. Opportunities for discussing issues
with others is apt to lead to more ideas or novel
ways of approaching problems.

4. Feedback. Feedback from individuals with disabil-
itics and chronic illnesses and their families is one
way to improve- services, and may also serve as
important reinforcement to professionals for the
jobs they do.

5. Lack of need to be omniscient. Including families
in the scarch for solutions provides professioiis-
with sense that this is a shared mission, not one
for which they are solely responsible.

6. Open forum. Having a process and a -place for
discussing issues is one good way to develop rela-
tionships and deal with problems while they are
still manageable.

Benefits to Families

1. Legitimate role: partnership. Most families want
to actively participate because they care about their
children and the services. Indeed, it is families who
have had to take the initiative o establish their
place in the system.

2. Sense of growth, competence: chance to contrib-
ute. Being regarded as capable of participating is
an important inessage for families-and for people
with disabilities. Typicaily, families or individuals
begin with litle knowledge or sense of their own
competence. This is an area where growth is par-
ticularly important,

3. Carry-over information, Families are responsible
for transmitting information to a variety of peo-
ple, including children themsclves, grandparents,
babysitters, school bus drivers, teachers, camp
counselors, friends and neighbors, and others.
Their need for solid information and understand-
ing is an important onc.

4. Structured opportunities for feedback. Since most
people who receive services have a variety of feel-
ings and-thoughts about them, it can be frustrat-
ing not to have any formal way to channck them.
Providing such opportunities reinforces in fami-
lies the sent2 that their observations, thoughts, and
experiencés are important,
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5. Opportunity to discuss related issues. Many scrvi-
ces and issues affect families in significant ways.
There must be room for reflection on the selevance
and importance of these concerns to health care.

6. Overall sense of system. Familics often receive care
and information in fragments, with discussion
limited to short term or immediaie objectives.
They me often left to imagine what lies ahead,
with no concrete sense of how long-term issucs
will be approached. Immediate concerns still need
to be addressed, but needless worry could be clim-
inated by discussing long-term care issucs.

Benefits to Children

The role of children with disabilities and chronic
illnesses may be difficult to pinpoint as it evolves over
time. Nonetheless, parents and professionals can and
should develop a program of care that recognizes
children’s needs and strengths and allows them con-
trol as well as the opportunity to parucipate.

1. Knowledge of themselves. Children need o be
developing a sense -of themnsclves, their bodices,
their abilitics, and theiv disabilities. Again, the bet-
ter informed parents are, the better they can com-
municate information and issues to children in an
ongoing way.

2. .Control, participation. The goal for most children
in health care should be to help them develop the
ability and the confidence 1o make decisions.and
to carry out their own care to the extent that they
are able. This ‘ncludes the possibility of risk and
failure, something all of us must-experience.

3. Expectations from adults, It is important for chil-
dren to know that their parents and the profes-
sionals who care for them expect that they will
indeed be able to learn what will be needed.

4. Self-esteem. Children need to know that signifi-
czat adults are interested in what they think and
feel, that their concerns are important,

5. Parental role models. Parents serve as important
role models for their own children. By taking
active roles as partners with health and other pro-
fessionals, parents help prepare children for their
own roles later in life.

Forums for Discussion

An important assumption underlying the princi-
ples expressed here is the belief that parents and pro-

-féssionals require increased opporrunities, both for-

mal and informal, for communication and discussion.
While interesting models exist in many human ser-
vice settings, probably-those in public education are
the most relevant to this discussion.

. First, PTAs historically have provided tke interface
between schools, families and communities. Published
reports document-and describe the many forms PTA
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activity has taken over the vears.

A second model, of a2 more individualized nawre, is
that provided under the special cducation law, P.L.
94-142, Meetings between family members, older chil-
dren, and educational ard other professionals involved
with developing a child’s educational- plan arc a
mandated part of the process.

Third, and-growing in numbers, are Special Edu-
cation Advisory Committees which exist in many

communitics to provide a forum for the many special’

AN

congerns of -families, community members, and the

starf or administration of -local special education-

services,.

Individaals concerned with health care may want
to identify and review these and oiiver models in order
to develop and adapt forums suited to their own par-
ticular needs. While such forums in health care set-
tings are rare, they do exist: Boston Children’s Hospi-
tal has had a Parent Advisory Committee for the past
four years.

Surmmary

Consumer participation is-a vital process and is an
important component in quality health care. Parents
are striving to become more informed and actively
involved with those professionals and systems that.
intimately affect their own and their children’s lives.

-Families need the understanding and the support
of health professionals to carry out these new roles: It
cannot be done in isolation. While many.health pro-
fessionals are receptive to, and even encourage and
initiate, such activities, others have not had the neces-
sary training themselves and are not aware of the
issues families face. Yet another difficulty is the-fact
that many traditional health settings were designed
and built at a time when the roles for patients and
parents were considerably different.

Involving parents within these setings as active
tcam -members -means an-active orientation is neces-
sary for families as well as professioniils. Overcoming
“customary’ ways of viewing parents and children as
recipients of cawe takes a great deal of-discussion of.
patterns ofithinking and of evaluation of parent and
professional responses.

Hospiials tend not to have the same sort of oppor-
runities for discussion among parents, patients, and
staff which are so common in education and other
human service settings. This lack weans there is no
way for people ir.different roles to ge: « know cach
other, no way to knou i4ai.con.cvas are stared, and
no way to discuss ? sups sation teward common
gioais might progce

nd Roth have stated in

In summary, as ¢ y
sdicapped Chiidren in

The Unexpected .
America:
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“In every handicap specialty it is essential that
parent and professional activ.’y work together
on the child’s bekalf. Cooperatichn rmay be essen-
tial for medical reazons: medication that is not
given by the rlild’s parents is medication that
may as well not be presci.brd. Collaboration is
also necessary because neither the parent ner the:
professional ‘possesses a monopoly on the truth,
and cach can serve as a check on the shortcom-
ings and limitations of the other. But before a
partnership can genuinely exist, there must be
give-and-take, mutual respect, ana- something
like moral and cultural cquality. Both the pareiit
and the professional must attempt to understand
the other's point of view'. special moral con-
ceras, and culturally determined priorities of the
child.”o

Gleidman, J. and Roth. W. The Unexpected Mmority: Handi-
capped Children mt America. New York: Hiarcount Brace Javano-
vich, 1980, PPg. 145,

The following written materials, developed by the

Parent/Professional Collaboration Project of the Fed-
cration for Children with Special Newds, are presently
available. Write to the Federation for Children with
Special Newds, 312 Swart Sireet, Boston, MA 02116.

Monographs and Fact Sheets

Questions Wken Surgery is Recommended
for your Child

Some Suggestions for Commumication with
Medical Personnel

Your Rights to Medical Records on
Massachusetts

Preparing for Medical Testing

Medical Rights of Pediatric ™atienss and
Parents in Massachusetts

Annotated Bibliographies:

Auitudes Teward Handicaps and Chronic
lness and Strategies for Coping

Communication and Partnership Between
Parents and Proiéssionals

Personal Accounts of Disability and
Hiness

Impact of a Parent Advisory Commiittee on
Hospital Design and Policy

Care and Treatment Issues

108

<




Coalition Quarterly

Bibliography

Barnlund, Dean C. “The Mystification of Meaning:
Doctor-Patient Encounters,” The Journal of Medi-
cal Education Vol. 51, Sept. 1976.

Bilotti, Eugene. Getting Children Home: Hospital to
Community, Workbook Series for Providing Servi-
ces to Children with Handicaps and Their Families,
Washington, DC: Georgetown University Child
Development Center. 1984.

Chronically Ill Children and Their Families: Today’s
Challenge to Health and Education. (Vol. 1I). James
M. Perrin, M.D., N. Hobbs, Ph.D. and H. Ireys,
Ph.D. -editors, Vanderbilt University Institute for
Public Policy Studies. San Francisco: Jossey-Bass,
Inc. To'be published September, 1985.

Cousins, Norman. Anatomy of an Illness as Perceived
by the Patient: Reflections on Healing and Regener-
ation. New York: Bantam. 1981.

Crocker, E. Serotkin, Ferguson, Finkel. “Hospital
Politics and Change: The Art of the Sometime Possi-
ble.” Association For the Care of Children’s Health,
Conference Proceedings, pp. 15-18. 1978.

Featherstone, Helen. 4 Difference in the Family: Living
with a Disabled Child. New York: Basic Books. 1980.

Freedman, Steve A. Ph.D. Brokering Power at the State
Level for Child Health Care. Workbook Series.
Washington DC: Georgetown University Child
Development Center. 1984.

" Giving Families a Break - Strategies for Respite Care.
Nebraska Respite Training Project. Omaha, NE:
Meyer Children’s Rehabilitation Institute, Univer-
sity of Nebraska Center. 1982.

Gleidman, J. & Roth, W. The Unexpected Minority:
Handicapped Children in America. New York: Har-
court Brace Jovanovich. 1980.

Haar, Doris. Power Brokering in- the Community.
Workbook Series. Washington, DC: Georgetown
University Child Development Center. 1984.

Harrison, Helen. The Premature Baby Book: A Parent’s
Guide to Coping and Caring in the First Years. New
York: St. Martin’s Press. 1983.

Haynes, U., M. Lowry, M. Schilling, and J. Siepp. Staff
Development Handbook: A Resource for the Trans-
disciplinary Process. New York: United Cerebral
Palsy, Inc. 1976.

Home Care for Children with Serious Handicapping
Conditions: A Report on a Conference Sponsored by

Q

the Association for the Care of Children’s Health and
the Division of Maternal and Child Health, Public
Health Service, U.S. Department of Health and
Human Services. Linda Harteker, editor, Washing-
ton, DC: Association for the Care of Children’s
Health. 1984.

Howe, James. The Hospital Book. New York: Crown.
1981.

Issues in the Care of Children with Chronic Illnesses.
(Vol.I). James M. Perrin, M.D. N. Hobbs, Ph.D. and
H. Ireys, Ph.D. editors, Vanderbilt University Insti-
tute for Public Policy Studies. San Francisco: Jossey-
Bass, Inc. To be published September, 1985.

Jones, Monica Loose. Home Care for the Chronically
Ill or Disabled Child: A Manual and Sourcebook for
Parents and Professionals. New York: Harper &
Row, 1985

Korsch, Gozzi, Francis. “Gaps in Doctor-Patient Com-
munication.” Pediatrics. Vol. 42, No. 5, Nov. 1968

Lear, Martha Weinman. Heartsounds. New York:
Simon & Schuster. 1980.

Magrab, Phyllis, Elder, J., Kazuk, E., Pelosi, J., &
Wiegerink, R. Developing a Community Team.
Washington, DC: American Association of Univer-
sity Affiliated Programs. 1981.

Masse, Suzzanne & Robert. Journey. New. York: Alfred
A. Knopf, 1975.

McCollum, Audrey, T. The Chronically 11l Child: A
Guide for Parents and Professionals. New Haven:
Yale University Press. 1981.

Medical Aspects of Developmental Disabilities in
Children Birth to Three: A Resource for Special
Service Providers in the Educational Setting. James
A.-Blackman, M.D,, editor. Iowa: University Hospi-
tals and Clinics Department of Pediatrics. 1983.

Murray, J.B and Murry, Emily. And Say What He Is:
The Life of a Special Child. Cambridge, MA: MIT
Press, 1975.

Report of “Brook Lodge Invitational Symposium on
the Ventilator Dependent Child.” Mary M. Hunter,
editor. 1984. (Copies available by writing to the
Children’s Home Health Network of Illinois,.East
65th Street at.Lake Michigan, Chicago, IL, 60649.)

Report of the Ad Hoc Task Force on Home Care of
Chronically Il Infants and Children. American
Academy of Pediatrics. Pediatrics, 74, 434-136. 1984.

Report of the Surgeon General’s Workshop on Child-
ren with Handicaps and. Their Families. U.S.
Department of Health and Human Services. DHHS

19

109




7

Coalition Quarterly.—

Publication #PHS-83-50194, 1983. (Available from
the National Center for Education in Maternal and
Child Health, 3520 Prospect St., NW, Washington,
DC. 20057.)

The Parent/ Physician Relationship. lowa: Iowa Pilot
Parents. 1982. (Available for Iowa Pilot Parents, 1602-
10th Avenue, North, P.O. Box 1151, Ft. Dodge, IA
50501.)

Treating Families in the Home: An Alternative to
Placement. M. Bryce and J.C. Lloyd, editors. Spring-
field, IL: Charles C. Thomas. 1980.

Turnbull, H. Rutherford, III and Turnbull, A. Parents
Speak Out: Then and Now, Second Edition.
Columbus, OH: Charles E. Merrill. 1985.

Turnbull, H. Rutherford, 111, and Turnbull, Ann, edi-
tors. Parents Speak Out: Views from the Other Side
of the Two-Way Mirror. Columbus, OH: Charles E.
Merrill. 1978.

Wolfensberger, Wolf. The Principle of Normalizdtion
in Human Services. National Institute on Mental
Retardation. Toronto: Leonard Crainford. 1972.

The Association for the Care of Children’s Heaith
(ACCH) is an international, multidisciplinary organ-
ization which promotes the emotional and psychologi-

cal well-being of children and their families in the

community and in health care settings. The following
is a partial list of ACCH resources for pediatric home
care:

Activities for Children with Special Needs, 1980
Caring for Your Hospitalized Baby. (Pamphlet for par-
ents)

Community Checklist for Care of Children with Spe-
cial Needs

Guidelines for Developing a Community Network,
1984
Guudelines fo
1983

Home Care for Ghildren with Serious Handicapping
Conditions, 1984. (Compilation of articles on key issues
in providing pediatric home care)

Hospital School Programs: Guidlelines and Directory,
1981

The Child and Heaith Care: A Bibliography, 1983
The Chronically Ill Child & Family in the Community.
(Pamphlet in English and Spanish)

When Your Child Has a Life Threatening Illness.
(Booklet for parents)

stablishing a Family Resource Library,

For complete list of available resources and ordering
information contact Association for the Care of Child-
ren’s Health, 3615 Wisconsin Avenue, Washington,
D.C. 20016 (202) 244-1801.

Reprinted by thé Collaboration among Parents and (Health) Professionals (CAPP) Project, funa:d by SPRANS Grant
#MCJ-253607-01-01 from the U.S. Department of Health and Human Services, Division of Maternal and Child Health, June 1986.

Federation for Children with Special Needs
312 Start Street, 2nd Floor

Boston, Massachusetts 02116

Western Office: P.O. Box 992

Westfield, Massachusetts 01086

Nonprofit Organization
U.S. Postage
PAID
Boston, MA
Permit No. 50539




oalition
uarterly

Vol. 4
Number 4

Summer 1985

A Journal of the NATIONAL NETWORK OF PARENT CENTERS

NEXT STEPS: Planning for Employment
A Worksliop for Parents

by Winifred Anderson, Carolyn Beckett, Stephen Chitwood, and Deidre Hayden
Parent Educational Advocacy Training Center, Alexandria, Virginia

For the past seven years, the Parent Educational
Advocacy Training Center in Alexandria, Virginia, has
conducted educational advocacy courses for parents of
disabled children. The purpose of these courses is to
prepare parents to participate effectively in the special

education process of referral, evaluation, eligibility,.

Individualized Education Program (IEP), and place-
ment for their children with special needs. Parental
participation in special education planning is required
under the Education for All Handicapped Children
Act, P.L. 94-142. Studies of the effectiveness of- the
courses in educational advocacy demonstrate that par-
ents have gained knowledge and skills needed to pro-
mote the best interests of their children. Additionally,
the studies indicate that school teachers and administra-
tors perceive parents who have completed the training
as being active, cooperative and influential participants
in special education procedures.

“Where will my son be in four years? What will he be
capable of doing after high school?”

“Our daughter talks of her own paycheck some day.
We think shz can_learn’ to hold a job, but she needs
individual help. Is that possible? Are we asking too
much?” )

Such questions by parents reflect concern about their
disabled children’s future vocational opportunities.
They anticipate their sons’ and daughters’ daily lives
‘beyond the school setting with hopes and-fears. Will
their children be prepared to participate in the work
world? Will these young adults find jobs in which they
work to their potential? What should parents know and
be doing siow for their children to ensure a successful
transition from the school setting to the world of work
and adult life in the community?

he 94-142 generation is growing up. The
I confidence and effectiveness of parents trained
to be advocates for their children under the
umbrella of P.L. 94-142 wanes as their sons and daugh-
ters move into adolescence and look toward adult life.
Families ‘ind overwhelming the myriad of public and
private agencies involved in career education, the jar-
gon used in vocational education and job training, and
the jumble of local, state and federal laws affecting the
training and employment of disabled individuals. This
maze of special education, vocational education, reha-
bilitative services, and job training is a major barrier to
parents wishing to secure for their disabled children
maximum independence after leaving the public
schools.

Current surveys and studies consistantly indicate that
parents want information and training on how to
obtain career education and employment opportunities
for ‘their disabled sons and daughters. Parents must
acquire certain -skills to be successful in working
cooperatively with school professionals and other
agency officials to advance the work capacities of their
children with special needs.

NEXT STEPS: Planning for Employment is a
fifteen-hour course designed by the Parent Educational
Advocacy Training Center to assist parentsin the long-
range planning for their child's transition from school
to work. ) ]

The design of NEXT STEPS took over a year.Devel-
opment activities included a review of the literature, as
well as extensive interviews with parents, current and
former special education students, special educators,
vocational educators, vocational rehabilitation admin-

continued on page 2

u

® - Federation for Children-with Special Needs, 312 Stuart Street Boston, MA 02116 (617) 482-2915
Western Office: P.O. Box 992, Westfield, MA 01086 (413) 562-5521.
113




ERI!

Coalition Quarterly

istrators and counselors, job training specialists and
employers. A ten-member advisory committee (om-
prised of parents, service providers and emplovers pro-
vided ongoing consultation regarding appropriate con-
tent and teaching methodology for the- NEXT STEPS
course.

Roles for Parents

Seven specific roles were identified for parents as their
children prepare for the transition fremn school to an
employment setting. NEXT STEPS was developed to
provide parents with the necessary skills and informa-
tion to fulfill the seven roles. A word of caution: while
the roles parents may assume are numerous and critical,
it is important toremember that nobody does itall. The
strengths and needs of individual children and the
strengths, shills, time and energy limitations of indi-
vidual parents determine which roles they will fulfill.
The various roles which parents explore in NEXT
STEPS: Plunning for Employment are described below.

L. Parents as Advocates for Coreer
Education in the School Program

Career education is-the process that prepares a stu-
dent to participate in the worlds of work, family and
community life. It facilitates each individual® apolcmml
for economic, social and personal fulfillment. First
advanced as a national concept in 1971, the initial flurry
over the importance of career education quickly dimin-
ished. Since then it has been incorporated into school
curricula across the country only in a haphazard way.
However, the nation’s current employment forecasts
and the demand for educational accountability have
renewed the career education momentum. Valuable for
all students, career education is particularly necessary
for students in special education programs. The present
reality 1s that disabled students tend to iive in more
closed v. urlds. They have fewer adult role models. With
limited skills in incidental learning, these students need
direct help to understand work possibilities and to
create opportunities for real work experiences.

During the NEXT STEPS course, parents learn the
four stages of career education: career awareness, career
exploration, career preparation and career placement.
Parents, frequently concerned about the balance be-
tween an academic and vocational curriculum, learn
that career education does not necessarily replace the
academic program. Work related skills and experiences
may. be infused into the academic program, or they may
be taught at a separate time during the day.

The U.S. Department of Education reports that fewer
than five percent of the students receiving special educa-
tion have a career education goal or objective written
-into their Individualized- Education Program (1EP).
Parents’ awareness of the option for career education
coupled with active participation in their children’s

Q

Aruitoxt provided by Eic:
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IEP meetings will change that statistic. During the
NEXT STEPS course, patents learn how to integrate
the curricula and objectives of the stages of carcer educa-
tion into their child’s IEP. A 1984 Colorado Depart-
ment of Education follow-up study of 234 special edu-
cation students recorded the students’ strong regret that
“critical community life skills” had not been a part of
their education. Parents, recognizing the need for a
functional, community-based career education curricu-
lum, can become key players in bringing it about for
their children and their school system.

IL. Parents as Providers of Unique Information

Parents know many things about their children that
are never reflected in school or agency records. They
know what motivates their children, sends them into a

frenzy, or catches and sustains their attention. Parents

have been in the business of reasonable accommodation
foralong time. They have, by necessity, found practical
detours around roadblocks to achievement for their
children. Such parental expertise is too valuable to be

-excluded from IEP and transition planning. Too often

parents do not have confidence in the information lhey
have about their children. They don’t feel skillful in
talking about this information with service providers.

During the NEX T STEPS course, participants develop
a personal work profile of their children. The profile:
provides a framework for organizing parents’ knowl-
edge of their children to share with others ina concise,
timely manner. Using data from home observations
and from school and agency records, parents record

their children’s personal traits, interests, aptitudes and

work d(ljustmem skills. Definitions and examples of
each are given below. ]
* A personal trait is a distinguishing quality or per-
sonal characteristic. Examples inciude:
1. prefers an orderly environment
2. enjoys group activities
3. curious about the way things work
4. follows the lead-of others

* An interest is a feeling of wanting to do or share in
somcthing. Examples include:
1. watching and participating in sports
2. playing with little children
3. taking apart and putting together mechanical
objects

« An aptitude is a natural ability, talent, or capacity for
learning. Examples include:

1. clerical aptitude (checking letters and numbers,
matching names and numbers, math, reason-
ing, etc.)

2. fine eye-hand coordination (using small tools,
tracing, copying, ctc.)

» Work adjustment skills are the behaviors and atti-
tudes that enable a person to function in the role of
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the orker. Examples include:

L. dependability (punctuality, regular attendance,
keeps schedule, etc.)

2. inter-personal relations (works without physi-
cal interference to othérs, cooperates with super-
visor, communicates adequately with cowork-
€rs, etc.)

3. personal appearance (clean body, neat clothes,
cut and combed hair, etc.)

The personal profile provides -parents and others
withorganized informationrelevantto astudent’sfuture
role as a worker. This information often corrects out-of-
date assumptions about what a child can or can’tdo and
yields a more realistic picture of a student’s employ-

‘ment-related strengths and areas-needing change. In

this way, parents begin to view and to articulate a sense
of their son or daughter as a worker, rather than a youth
with limited academic capabilities.

Professionals in the employment training business-

know that a successful match of a job and a worker
depends on accurate knowledge of an individual. Voca-
tional rehabilitation- professionals are turning more
and more to informal assessments of a client’s function-
ing in work related areas to determine eligibility and to
formulate rehabilitation plans. Information provided
by parents has proven to be important in special educa-
tion planning: The practical insights and information

‘parents have about their sons and-daughters also is

providing valuable as they work with.professionals to
plan and implement successful transitions from school
to the workplace.

IIL Parents as Role Models

Parents communicate both spoken and unspoken
messages to their children about the value of work both
inside and outside the home. Work is an individual's
primary way of fulfilling the human demands for activ-
ity, productivity, achievement and social interaction.
For most people, work has more positive meaning than
any other facet of life. By consciously emphasizing the
benefits and responsibilities of work, parents of child-
ren with special needs promote the important assump-
tion that their son or daughter will be a member of
working society. When parents send the message,
“There is aworld of work out there and you are going to
be a part of it,”” they enhance their children’s self-image
and encourage their interest in employment possibili-
ties.

During the NEXT STEPS course, parents consider
the range of employment opportunities for their child-
ren. They learn about the nineteen career clusters and
specific job characteristics identified by the Department
of Labor in the 1984-85 Occupational Outlook Hand-
book. They become familiar with the work settings
available for their children after they leave the secondary

Aruitoxt provided by Eic:
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school. Such work opportunities exist to greater or
lesser degrees in various communities. These options
rangc from least to most restrictive environments and
include:

1. Competitive Employment: Regular jobs paying at
least minimum wage, in real work settings with
non-disabled persons (can be full- or part-time-
jobs.)

2. Post-Secondary Education: Formal education after
high school that takes place in a four:year college
or university, community college, post-secondary
vocational school or through an apprenticeship
program.

3. Supported Work Model: A model of competitive
émployment that offers individualized job place-
ment, job-site training and follow-up services for
the employee by a professional job counselor.
Follow-up services may be lifelong. Becoming
more and more widespread, supported work is an
innovative concept that provides individuals with
moderate and severedisabilities the opportunity
for competitiveemployment. It eliminates old ster-
eotypes that assume people with certain disabili-
ties or IQs are able to perform only the most
simplistic jobs in an environmeént segregated from
normal workers.

4. Enclave: A group of disabled persons performing
work in a regular place of business. The work is
done in a segregated location within the business
setting. Full supervision is provided by a service
agency. Salaries may be either regular wages or
piece rate wages.

5. Transitional Job Training: A relatively short-term
program (under two years) designed to provide the
vocational services necessary to help an individual
obtain employment on a competitive basis.

6. Sheltered Employment: Employment in a super-
vised setting with client productivity equaling at
least 50% of an average worker. In a sheltered
workshop, workers with disabilities are segregated
from non-disabled workers. Work is most often
contract work with workers. paid on a piece rate
basis.

7. Work Activity Center: A self-contained setting
where staff members assist disabled persons with
activities that emphasize vocational skill devel-
opment and some community skill training.

8. Developmental Center: A self-contained setting
where staff members assist clients with personal
care and maintenance and with the development
of community living skills. A limited amount of
vocational training is provided.

Too often inappropriate work-related behaviors pre-

vent a disabled person who has masterd a specific voca-
tional skill from successfully getting and keeping a job.
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Work adjustment skills include work habits, self-
confidence, interpersonal relations and reactions to
authority. These work skills, behaviors and attitudes are
too frequently missing in IEP planning and implemen-
tation. Parents and professionals, working together to
teachand reinforce these associated work requirements,
greatly increase a young adult’s chances of getting and
keeping a job. Parents are the primary role models for
their children in_the areas of work adjustiment skills,
bchaviors and attitudes.
IV. Parents as Case Managers

Often the good intentions of agreements and colla-
borative efforts between various agencies are not fully
met. As a result, parents find themselves with the
responsibilities of suggesting, remirding, confirming
and checking up. Service providers are busy. They enter
at different points in a student’s life. Teachers, counse-
lors or trainers may have a long or brief relationship
with a student or client depending on their own per-
sonal and professional life changes: The better gtasp
parents have on the total picture of their child’s long
range transition plan and on the participants responsi-
ble for that plan, the less likely that important informa-
tion, deadlines and opportunties will fall through the
cracks.

Inthe NEXT STEPS course, parents practice using a
Career Education Planning Chart. Thi<form can serve
as an-informal transition plan to structure a smooth
change from theschool environment to the work envir-
onment. As a management tool, it assists parents in
their role as case managers by providing a framework
for writing (1) brief statements describing their sons’ or
daughters’ work-related interests, aptitudes traits and
associated work skills; (2) career education goals and
objectives;and (3) an outline thit identifies the roles and
responsibilities of the student and parents as well as the
educators and service providers: Including:these indi-
viduals_in the long-range planning can help to ensurc
that students with disabilities wiil have the necessary
skills to move from school to work.

V. Parents as Risk Takers

How many times professionals are heard saying,
“Oh, if those parents could just let go!” Letting go is the
key to independence. Letting go provides children and
young adults with opportunities to use public transpor-
tation, spend their own money, call a boy or girl on the
phone, join Little League, attend the football game
alone, etc., etc. Parents know that letting go is necessary
for their children’s growth and maturity, but letting go
is hard to do. For too long, families have received much
more information about the abilities and skills their
children lack. After a lifetime of messages about what
their children can’t do, parents need assistance to envi-
sion what their children are capable of accomplishing
in their adult lives. They need to learn that with
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appropriate supports in place, their children’s strengths
can be tapped and their contributions to society can be
realized.

Recent studies-have indicated that the opposition of

_parents is an obstacle between their adult sons’ and

daughters’ current placements in sheltered workshops
and new opportunities for competitive employment. A
recent conversation with a team of competent, caring
service providers underscored this point. The staff was
very excited about acommunity-based job for a twenty-
seven year old client who had been in a sheltered work-
shop for the past six years. The staff was also very
frustrated by the client’s parents’ lack of enthusiasmand
an expressed disbelief that their adult son could succeed
in the proposed job. The professionals felt angry
becaus¢ the parents were clinging to th- <tatus.quo,
therebv stanaing in the way of an opportunity to pro-
vide growth in their son in a much less restrictive
environment.

In talking with the staff, however, several critical
questions arose. Were the parents aware that their son’s
Medicaid and SSI benefits would not be eliminated?
Did the family understand that their son would have a
trainer and friend to assist him every day in moving
about on public transportation? Had the parents visited
the job site? Did they know that a job coach would be
with their son everyday? Had they met the job coach?
Were they aware that their son’s slot in the sheltered
workshop would still be available to him if the new
position didn’t work out? The answer to each of these
questions was either a definitive “No,” or a fuzzy “We're
not sure.” It was readily apparent that while intensive
preparation for transition had been completed with the
young man, the family was not involved in the plan-
ning. They were left with their many concerns
unaddressed.

Letting go is easier if parents are involved early as
answers are found to the questions, “Letting go to
where?”” and “Letting go with the supports in place?”
Some assurance of the continuity of the new and less
traditional services allows parents more freedom to let

go.
VL. Parents as Financial Planners

It is encouraging to know that policy makers at the
federal level are working to change the disincentives
currently attached to federal financial assistance pro-
grams. Also encouraging are the quality benefit
packages becoming available to disabled persons
participating in model supported work programs.
Until financial disincentives are removed, however,and
until model programs exist in all communities, young
adults with disabilities and their parents will continue
to make extraordinarily difficult decisions. They
struggle to find a balance between the rewards of
employment and the need for immediate and long term
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financial security. Does Sally accept the minimum
wage job that offers no medical benefits, yet causes the
loss of her eligibility for Social Security Income and
Medicaid? Or does she stay home with her SSI and
medical insurance intact, with her daily routine lacking
in the stimulation, growth and satisfaction that work
provides?

Tomake these difficult decisions, parents need assist-
ance. They require help in gathering and-understand-
ing accurate information about eligibility requirements
for financial assistance, and the benefits of paid versus
non-paid work. With help from knowledgeable service
providers, families can assess the costs and-benefits of
their sons’ and daughters’ becoming.rrown children. In
addition, professionals can inform parents about wills,
trusts and guardianships. Once understood, this infor-
mation helps parents establish guidelines for making
important decisions-regarding the financial needs of
their sons and daughters throughout their adult lives.
Most importantly, professionals can offer families their
respect—respect for the individuality of family priori-
ties, respect for the serious and difficult financial ques-
tions families must address and respect for the solutions
families finally reach in financial areas.

VIL Parents as Program Advocates

The full range of services special education students
need to make successful transitions from school to work
are not.yet in place. Career education is not infused into
all school curricula. Few students with disabilities are
participating in regular vocational education pro-
grams. Special education and vocational rehabilitation
services seldom are coordinated. Most communities
have only sheltered employment options, accompanied
by long waiting lists, for disabled citizens. Far, far too
many disabled youths and adults sit at home or in
institutions without meaningful employment and par-
ticipation in community life.

Many changes are still needed, and parents are inte-
gral to the process of change. As partners with educa-
tors, service providers, employers and politicians par-
ents can advocate for new ways to provide appropriate
preparatory services for. young people. Parents have
proven themselves effective in lobbying for legislation
and in shaping public policy. Vital involvement in the
passage and maintenance of P.L. 94-142 earned parents
astrong reputation. Additional challenges must now be
met at-the federal, state and local levels to ensure ade-
quate programs in the community and in the local
school systems.

In the NEXT STEPS course, participants discuss
specific strategies for change at the school, community,
state and federal levels to promote career education
programs. The list becomes long and overwhelming.
‘So when consicering the magnitude of the task, it is
important to repeat the message: nobody does it all.

Many parents and professionals have given unending
time and talents to the formation of P.L. 94-142. Con-
tributions come in many -forms, refiecting individual
strengths, interests and needs. As classroom volunteers,
letter-writers, public speakers, fund raisers, committee
members, participants in IEP meetings, homework
helpers, etc., these people link the intent of P.L. 94-142
to the needs of individual children. Families, service
providers and public officials, working together once
more, will build on current accomplishments to create
transition programs for disabled youth that are ethi-
cally, developmentally and fiscally sound.

Summary

There is a growing national consciousness support-
ing the rightful membership of persons with disabilities
in the mainstream work force. As in other movements,
the breakthrough will be complete only when equal
employment opportunities for disabled persons are
taken for granted by the citizen on the street. Disabled
students, their parents, educators and other concerned
persons are the force behind the .current changes in
attitudes and policies. To increase their effectiveness as
promoters of change, these individuals require assis-
tance:in gathering pertinent information and develop-
ing appropriate skills.

The NEXT STEPS course provides a way for parents
to gain the necessary knowledge and skills to fulfill
their needed roles in their children’s passage to work
and adult life. For example, one mother, after partici-
pating in the NEXT STEPS course, stated, “I didn’t
have a vision of my caughter’s work potential. Now I
think I have a more realistic picture of her options and
what we need to do to get there.” A father commented,
““My wife and Iare now talking about longrange plans
...we hadn’t talked to each other before about our indi-
vidual hopes and concerns.” Another person said, “My
autistic son is going to junior high school next year.
You can be sure that his new IEP will include career
education goals and objectives.”

‘Currently, NEXT STEPS: Planning for Employ-
ment is being conducted for parents by the staff of the
Parent Educationul Advocacy Training Center in Alex-
andria, Virginia. In addition, seven parent-professional
teams trained by the Parent Center to conduct NEXT
STEPS are now giving the course in communities in
Vermont, New Jersey, Maryland, South Carolina and
Virginia. In November, 1985, additional teams will be
trained to conduct NEXT STEPS: Planning for
Employment.

For f.rther information abcat NEXT STEPS, con-
tact the Parent Educational Advocacy Training Center,
228 South Pitt Street, Suite 300, Alexandria, Virginia
22314, Phone (703) 836-2953.
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A Bibliography for Career Education

Directory of College Facilities and Services for the Han-
dicapped, 1983. Available from Oryx Press, 2214 North
Central at Encanto, Pheonix, AZ 85004.
This directory lists, state-by-state and province-by-
province, colleges and universities-in the U.S. and
Canada and their programs/accommodations for
handicapped students. The directory was compiled
from responding schools and includes both largeand
small colleges. Each entry includes information on
level of degrees conferred, disabled student popula-
tion, facilities, and special services available for han-
dicapped students.
A Directory of Public Vocational-Technical Schools
and Institutes in the U.S.A., 2nd edition, 1984-85. Avail-
able from Minnesota Scholarly Press, P.O. Box 221,
Manhato, MN 56001.
This directory lists public schools and institutes
offering post secondary, non-degree occupational
education. It providés names and addresses of
schools, diractor’s names and telephone numbers,
and complete program/course listings. It is ar-
ranged state-by-state and has an excellent index.
A Guide to Post-Secondary Educational Opportunties
for the Learning Disabled, Dian M. Ridenour, 1981.
Available from Time Out to Enjoy, Inc.,, 715 Lake
Street, Suite 100, Oak Park, IL 60301
This directory is nationwide in scope (including
Canada) and divided into sections containing var-
ious programs, i.e., colleges with special formalized
LD programs; schools with a learning lab and a
master’s level teacher for LD; schools willing to make
accommodations on a case-by-case basis.

A National Directory of Four Year Colleges and Post

High School Training Programs for Young People

with Learning Disabilities, 1984. Available from

Partners in Publishing, Box 50347, Tulsa, OK 74150
Thisdirectory lists educational facilities that are able
and willing to adapt curricula and give special atten-
tion to students with perceptional disablities.

Occupational Outlook Handbook, U.S. Department of
Labor, Bureau of Labor Statistics, 1984-85 edition.
Available from (Bulletin 2205), Superintendent of Doc-
uments, U.S. Government Printing Office, Washing-
ton, D.C. 20402.
The handbook lists occupations, grouped by career
cluster, and gives a good summary for each includ-
ing: what the work is like, education and training
required, advancement possibilities, earnings and
the job outlook. There is an introductory section
forecasting what the future job market will look like.

Of Work and Worth: Career Education for the Hand:-
capped, Pamela Gillet, 1981. Available from Olympus
Publishing Company, 1670 East 13th Street, Salt Lake

City, UT 84105.
An easy-to read textbook which discusses career edu-
cation planning and activities as an integral part of
the education program in grades K-12,
Preparing for the World of Work, Frank Gillet, 1983.
$4.95. Available from F: R. Publications, 1103 St. Paul
Drive, Merrill, WI 54452, (715) 536-2836.
This workbook provides text and skill building exer-
cises to acquaint the student with essential informa-
tion concerning the work world. Topics such as
Social Security, locating employers, job interviews,
work permits and job responsibilities are included.
Resource Guide: Vocational Counseling for the Handi-
capped, T. H. Hohenskil and C. Maddy-Bernstein.
Available from Virginia Vocational Guidance Pro-
grams, College of Education, Virginia Tech, Blacks-
burg, VA 24061
An inexpensive resource guide including several
hundred annotated listings of articles, books, audio
visual materials, staff training materials and organi-
zations concerned with career education of students
with special needs.

See Me More Clearly, Joyce Slayton Mitchell, 1980.
Available from Harcourt Brace Jovanovich, Inc. 757
Third Avenue, New York, NY 10017
A book written to help teenagers with physical dis-
abilities become more financially and emotionally
independent. Restoring, developing and maintain-
ing a positive self-concept in order to make sound
educational and career decisions is the dual purpose
of-this book.
SUCCESS: Sources to Upgrade the Career Counseling
and Employment of Special Students, J. H. Lombana.
Available from Center for Studies in Vocational E luca-
tion, Florida State University, Tallahassee, FL 32301
SUCCESS consists of a series of handbooks that pro-
vide practical information for school counsellors on
the career guidance of disabled students. Each SUC-
CESS handbook is concerned with a different handi-
capping condition.
What Do You Do After High School? Available from
Skyer Consultation Center, P.O. Box 321, Rockaway
Park, NY 11694.
A nationwide guide to residential, vocational, social
and collegiate programs serving adolescents, young
adults and adults with learning disabilities. Original
book lists over 350 programs, with a supplement
listing an additional 150 programs. $29.95 for origi-
nal and supplement: $12.95 for supplement only.
Whatever You Decide, Jennifer Mohr, 1983. Available
from Advocating Change Together, Inc., 1509 Nicollet
Avenue, Minneapolis, MN 55403, (612) 874-1133.
A workbook for teaching people-who have mental
retardation on how to make choices and assert
themselves.
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Parent Tranung Resources

8 The Technical Assistance for Parent Programs
i (TAPP) Project, a project of the National Network
§ of Parent Centers, recently surveyed the Parent
2 Training and Information Projects nationwide to
n collect information on parent training activities
% dealing specifically with the transition of young
i people with disabilities from school to world and
{ life in the community. The following parent pro-
§ jects are particularly concerned with promoting
2 parent involverent in assisting students with dis-
8 abilities to be prepared for and find appropriate
employment

T O TN AN G P o D LA VO S M

Parent Informatlon Center of Delaware, Inc

Patricia Gail Herbert, Project Director

193 West Park Place

Newark, DE 19711

(302) 366-0152
A five-month workshop teaches parents to clearly iden-
tify vocational needs, incorporate vocational infor-
mation into the IEP, and identify and use all relevant
state resources for young adults ages 16-21.

Parents Educating Parents Project/

Association for Retarded Citizens

Mildred J. Hill, Project Director

1851 Ram Runway, Suite 102

College Park, GA 30337

(404) 761-2745/761-3150

Contact Person: Carla Putnam
A full-day workshop describes all relevant federal, state
and local services and how to access them. A “Consu-
mer Guide to Vocational Opportunities” is being devel-
oped to accompany the workshop.

Coordinating Council for Handicapped Children

Charlotte DesJardins, Project Director

2208 State Street, Room 412

Chicago, IL 60604

(312) 939-3513
A four-hour workshop on transition .is conducted
annually. A weekly basic training workshop of four to
five hours includes transition and employment related
information. Supplemental materials accompany both
types of workshops.

PARENTS+PLUS/Kentucky Coalition for Career
and Leisure Developmeént

366 Waller Avenue, Suite 119

Lexington, KY 40504

(606) 278-4712
Monthly trainings equip parents to identify and access
adult services, become familiar with eligibility require-
ments, and to assess functional skill level for their child-
ren. Legislative issues, adaptive devices and parents’
future planning are discussed.

Q
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PACER Center, Inc.

Marge Goldberg and Paula Goldberg,
Project Lirectors

4826 Chicago Avenue South

Minneapolis, MN 55417

(612) 827-2966

Contact Person: Marge Goldberg

A workshop is being developed and piloted which-
focuses on special education, vocational education and

rehabilitation. It will inform parents about programs,
opportunities, issues and guidelines. A direction service
guide on transition is being developed for state depart-
ments of education.

New Hampshire Parent Information Center

Judith Raskin, Project Director

P.O. Box 1422

Concord, New Hampshire 03301

(603) 224-7005
Three- major projects include Vocational Advocacy
Training, and Annual Conference which includes sev-
eral workshops on transition and follow up sessions for
individuals, and “Building,” a workshop series. The
Vocational Advocacy Training is 65 hours long and
includes information on vocational education, assess-
ment, rehabilitation, post high school opportunities,
list of colleges and schools which provide jobs. “Build-
ing” includes 3 hours on transition issues. Hand-
outs include a checklist of vocational assessment com-
ponents and vocational options.

Western New York Association
For the Learning Disabled

Donald N. Policella, Project Diréctor

190 Franklin Street _

‘Buffalo, New York 14202

(716) 866-1135

Contact Person: Joan M. Watkins
“Managing Transition,” an eight-week training (2%
hours per week), describes what local agencies do and
do not provide. An on-the-job training program helps
parents find out about the next step of their child’s
program and the people who will be instructing. Spe-
cific transition information needs of participants are
addressed.

Southwest Ohio Coalition for
Persons with Disabilities

Thomas Murray, Project Director

3333 Vine Street

Cincinnati, Ohio 45220

(513) 861-2400
Two major workshops for parents and professionals
focus on the need for a functional curriculum starting at
an early age, to actually getting a job. Teams are deve-
loped to explore transition strategies. Included on team
are parents, special education directors, teachers,
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Coalition ‘Quarte‘rly

SOC board memibers, In addition to the workshop for-
mat, a transitionai-model program is being developed
to provide service to sixty people with-disabilities.

Ohio Coalition for the Education of
Handicapped Children

Parent/Educator Team Training Project

Margaret Burley, Project Director

933 High Street, Suite #200H

Worthington, Ohio 43085

(614) 431-1370

Conitact Person: Ellen L. Combs
The project is planning a transition “Kickoff"’ Confer-
ence with the Governor’s Special Education Advisory
Council for October, 1985. This conference will develop
a list of recommendations for the Superimendem of
Public Instruction to be ir.corporated into a state action
plan. The conference will follow a two-day workshop
format, with the first day devoted to the presentation of
existing, exemplary vocational education and transi-
tion programs. These examples will serve as a basis for
developing the list of recommendations for the state
superintendent. It is anticipated that this conference
will be the forerunner of many regional. cionferences
held throughout the state.

Vermont Vocational Training Network

Joan Sylvester, Project Director

Vermont Association for Retarded Citizens

Champlain Mill #37

Winooski, VT 05405

(802) 655-4016

Contact Person: Connie Curtin
A project has beén developed for parents,. consumers
and professionals to establish a statewide training net-
work in transition, to develop and disseminate training
materials and to conduct training workshops. This pro-
ject emphasizes the need for communication, coopera-
tion-and collaboration among parents, consumers edu-
cators and adult service providers.

Federation for Children with Special Needs
312 Stuart Street, 2nd Floor
Boston, Massachusetts 02116

Washington, PAVE

Matrtha Gentili, Project Director

1010 South I Street

Tacoma, WA 98405

(206) 272-7804

Contact Person: Jo Butts
Parent programs on formal transition planning are
operating at two high schools. At the request of parent
groups, PAVE presents a two-hour session on planning
ahead, supplying specific packages of materials. Each
session is tailored to the specific needs of he parent
group. A nilot program is also being developed with
Vocational Rehabilitation and Special Education.

Parent Education Project

Liz Irwin, Project Director

¢/o United Cerebral Palsy

154 West Wisconsin Avenue, Room 308

Milwaukee, W1 53202

(414) 2724500
“Looking Ahead,” a ten-hour workshop, iz design=d to
make parents aware of the career education process,
increase their awareness of the importance of vocational
objectives in the IEP, familiarize them with the adult
service delivery system, and identify ways t6 encourage
school systems and adult service systems.to meet stu-
dents’ needs.

The National Network of Parent Centers is coordinated
by the Federation for Children with Special Needs
312 Stuart Street, Boston, Massachusetts 02116

Martha H. Ziegler, Executive Director
Janet R. Vobhs, Editor
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